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EXECUTIVE SUMMARY

Title XIX of the Social Security Act (Medicaid) is the primary program in the Unitea States
for funding residential and reiated services for persons with mental retardation and related conditions”.
The largest of all Medicaid programs for persons with mental retardation and related conditions is the
Intermediate Care Facilities for the Mentally Retarded (ICF-MR) program. It has been the focus of
considerable attention by policymakers, program administrators and advocates in recent years. hterest
in it has been stimulated by the size of ICF-MR expenditures ($5.6 billion in Fiscal Year 1987): the rate
of growth in ICF-MR expenditures (from $1.1 billion in fiscal year 1977 to $5.6 in fiscal year 1987); the
growth in the total number of ICF-MR beneticiaries (from 106,166 on June 30, 1977 to 144,350 on June
30, 1987); and the high average cost per beneficiary (about $37,600 per person in FY 1987). Attention
to this program has been further heightened by considerable criticism of its perceived mstitutional
orientation (in FY 1987, 86% of ICF-MR expenditures went to facilities of 16 or more residents which had
an average population of 148 residents); this at a time when professional opinion and research findings
consistently favor noninstitutional care. In sum there is concern that the ICF-MR program. enacted in
1971, is showing its age and has perhaps outlived its usefulness as the primary means of supporting
residential and related services for persons with mental retardation and related conditions (MR/RC).

Recently there has been widespread interest in other Medicaid services for peocple with
MR/RC. Of particular interest has been the Medicaid Home and Community-Based Services (HCBS)

Waiver. It has responded to many of the specitic criticisms of the ICF-MR program by supporting

*Mental retardation and related conditions (MR/RC) is used in Medicaid and in this report 10 reter
to people who are determined to have mental retardation (MR) on the basis of an L.Q. below 70 and
concurrent substantial limitation in *adaptive performance,’ including significant work-related limitation
of function, restriciion in activiies of daily living, and/or ditficulties in sceial functioning; or who are
determined to have related conditions (RC) cn the basis of severe, chronic disabilities, other than mental
liness, which are evident prior to age 22 and result in substantial limitations in three or more of the
following areas; self care, unde standing and using language, learning, mobility, self-dlirection. or
capacity for independent living. Related conditions are practically and statutonly equivalert ¢
developmental disabilties (DD).
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community-based alternatives 1o institutionai care. To a lesser extent there has been interest in other
Medicaid options tor non-institutional services to persons with MR/RC, including case management and
personal care. In addition, Title XIX as the primary source of funding fcr nursing homes has become
a central focus of efforts to evaluate the appropriateness and possibie need for changes in the living
arrangements of an estimated 40,500 people with mental rewardation in nursing and personal care
homes nationwide. Al of these programs and issues have to some extent been intermingled in
significant proposals to substantially alter the ways that persons with mental retardation and related
conditions are served through Medicaid programs.

The project described in this report was funded by the Health Care Financing Administration
(HCFA} to examine policy related trends and projections in the use of various Medicaid-funded care
sarvices for persons with mental retardation and to identify factors influencing these trends naticnally
and in the various states. This examination was based on three sets of research activities:
(1) analyses of several extant, longitudinal data bases on residential services for persons with mental
retardation; (2) a survev of all state mental retardation;develrpmental disabilities (MR/DD) agencies
regarding current and projected residential services policy and program utilization; and (3) in-depth case
studies of ten individual states covering a broad range of issues related to residential and related
services for their citizens with mental retaruation and related conditions.
The Contemporary Context

The contemporary context dominating state policy on residential and related services
includes a remarkably consistent set of philosophical and programmatic principles and an equally
consistent set of problems and issues. The vast majority of states are moving steadily to increase
community living opportunities ar.” decrease institutional placeme : s of their citizens with deveiopmental
disabilities. These efforts are Juided by three recurring concepts or principles: normalizaticn [.4ording
the rights and benefits of culturally typical lifestyles), placement in the least restrictive environment, and
Lommunity integration. These principles, coupled with a common theme that the most effective services

are ones which can be individualized to respond tc the specific characteristics and life circumstances
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of each person, clearly guide the statements of mission and purpose of most state MR/DD agencies.
From these statements, it is possible to identify recurring goals and objectives for residential and related
services within a majority of states. These include:

« increasing use of community-based services and decreasing use of institutional care,;

. increasing flexibility in responding to individual needs and deveioping a broader array of services
and supports to respond to those needs;

. improving quality of services by better monitoring of individual settings and by increased access
to the normalized life experiences, services and supports which are associated with increased
independence, opportunities for self-determination, community integration, and/or productivity; and

. increasing suppons to families with members with MR/RC at home and the involvement of families
with members in out-of-home residential settings.

These increasingly proactive and value-driven goals of most state MR/DD agencies remain
within the context of their traditional state responsibilities. Those responsibilities (or gereral rmissions)
generally include: providing adequate and appropriate supplies of residential and related services.
promoting optimal efficiency in the use of state resources; and assuring that minvnum standards of
quality are maintained by service providers.

in each of these areas of responsibility, most states note significant problems in carrying out
their mission, including:

. difficulty in obtaining adequately increased funding to serve community-based populations which
include greater numbers of people and more peoole with severe disabilities:

. difficulty in accessing federal programn support for services responging to the guiding principles
and service system objectives established by the states;

« difficulty in responding to a growing number of persons awaiting community-based services; and

. difficulty in adequately monitoring and assuring the quality of services in dispersed community
settings.

Residential Services in General
The past decade has witnessed rather dramatic changes in the kinds of piaces in which
housing is provided to persons with mental retardaion and related condtions. Today, ithe service

system for persons with mentai retardation/developmerita! disabilities in most €1 -(0s serves more people



in community settings than in institutions. This trend has been supported by a substantia! and growing
body of research showing significart benefits of community versus institutional liwing in important areas,
including deelopment of tasic skills and invoivement in culturaily typicai activities. With only a tew
exceptions, ste'es demonstraie commitment to continuing deinstitutionalization along with expansion of
sommunity living opportunities for their citizens with MR/RC.

Many findings of this study exemplify these general trends and commitments, includir?y the
fcllowing:

. There has been continued institutional depopulation (deinstitutionalization): Deinstitutionalization
became first evident in state institution population statistics 20 years ago. Since then there has
been a corntinuing reduction in the use of large state institutions, from an average daily population
of 194,650 in 1967 to 151,532 in 1977 to 94,696 in 1987.

« There has been increased use of small facilities: Over the pas’ 10 years there has been a rapidly
increasing number of people in facilities of 15 and fewer residents, from 40,433 in 1977 to 63,703
in 1982 to 118,570 in 1987. On June 30, 1987 the numbe' of people with mental retardation in
smail residential facilities (118.570) was 86% of the number in large public and private facilities
(137,133). In contrast on June 30, 19. 7 the 40,433 residents cf small facilities were just 19% of the
207,363 residents in large facilities.

. There has been a decreased rate of residential placement:. Between 1977 and 1982 tr.e number
of peopie with mental retardation in all public and private residential facilities for persens with
menta! retardation decreased from 120 per 100,000 of the gereral U.S. population to 106 per
100,000. However, since 1982 the rate has stabilized, remaining 106 per 100,000 in 1987.

. There has been a rapidly decreasing average facility size: The average number of residerts per
residential facility for persons with mental retardation decreased from 22 in 1977 to 7.5in 1987. On
June 30, 1987 the modal residential experience in terms of size (i.e., the size at which there were
as many residents in smaller facilities as in larger facilities) was 17 residerts; 10 years earlic. it had
been more than 300 residents.

. There has been decreased placement of children and youth: The number of children and youth
(0-21 years) in public and private residential facilities for persons with mental retardation decreasec
from 91,000 in 1977 to 60,000 in 1982 to an estimatec 48,500 in 1986. Children and youth in state
institutions decreased from about 54,000 in 1977 tc 12 024 in 1987.

. There have been substantially reduced admissions to State institutions: The 5,400 total admissions
to state institutions in state fiscal year 1987 was approximately one-third the 14,900 total admissions
in 1967, one-halt the 11,500 total admissions in fiscal year 1977 and two-thirds the 7,850 total
admissions in 1982, Reduced admissions to institutions has been the factor making the most
sigrificant contribution to tne reduction of state institution populations (even more than discharges).

« There have been restrictions placed on admissions to institutions: Nationally 34 of 51 states have
established specific restrictions on characteristics of and/or ¢n the crcumstances under which
people can be admitted to state institutions.
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There have been increased closures of state institutions: Continued clepopulation of state instituiions
and the high cast of spreading fixed costs over fewer residents is causing states to consider the
necessity of closing whole institutions. A total of thirteen states reported/projecied at least one
institution closure between June 30, 1987 and June 30, 1990. States projected that by the end of
this period at least 20 state institutions will have been closed.

Research has documented substantial benefits of community vs. institutional living: Hesearch over
‘he past decade produced substantiai support for the preferability of community living in areas
related to life experiences and developmental outcomes. Between 1977 and 1988 a total of 17
studies assessed the developmental outcomes for over 1,200 persons discharged from large state
institutions to community-based facilities for periods ranging from 6 months tc 6 years. Thirteen of
the 17 studies showed statistically significantly greater achievement in either overall adaptive
behavior (if reported) or in th2 domains of basic self-care and domestic skills. The four remaining
studies, while not obtaining a statistically significant association between deinstitutionalization and
the development of adaptive behavior, ail showed a tendency in this direction.

There has been continued rapid increase in state institution costs: Since 1977 the annual cost ¢!
a year of state institution care increased from $16,144 tv $54,516. In real dollars {controlled for
inflation) this represented a nearly 80% increase.

There are continued differences in the characteristics of pubiic institution residents and those of
other types of faciiities: Nationwide, 60% of all resicents of large public residential faciities
{including about 4% county facility residents) were estimated to pe profoundly retarded. This
compares with 27% of large private institution residents, and 14% of small nublic and privale
residential facilities.

The trends described will continue through 1990. States project that by June 30, 1390 their state
institutions will house 82,334 residents, private institutions will nouse 40,984 residents. and
community-based facilities of 15 or fewer residents will house 141,027 residents. Of the 265.350
persons expected 1o be in mental retardation faciimes n 1990, states project that S3% will be in
comniunity-based faciliies.

There has been a dramatic increase iri recent years in the placernent of peopie with the mos: severe
of impairments in community-based settings. The estimated 16,500 small, community faciity
residents with profound mental retardation represents an increase of more than 10,000 cver the
6,200 small, community faciity residents with profound mental retarcatior: in 1982.

There remains huge variation among States in their reflection of the national trencs noted 2u0ove
The exteiit of variability among states san be fourd in such statistics as percentage of :otal
residents of merital retardation facilities in facilities of 15 or fewer residents (81% in 2 states 10 13%),
percentage of residents in nonstate facilities (83% to 22%), percentage of chidren and youth n
residential care facilities for persons with mental retardation (35% in 2 staies to 6%) ard the
percentage i children and youtn in state institutions (48% t0 1.5%). This variability relates tc range
of philosophical, histerical, and paolicy differences among states, although the vast majority ¢ states
are moving in the general direction of the trends noted above.

States identify a wide range of factors influencing their residential services systems: Factor: exteniol
to state government noted to be major influences iNclude court decisidns ana o Lof-coun
settlements regarding institutional services; HCFA oversight of ICF-MR facilties, particularly the *lock
behira® activities; availability of the Medicaid Home and Community-Based Services wawer as a
surce of tederz! financing for noninstitutional services; and ainincreased and often unimet demiana
tar residential and other services. internal tactors repcriedd by Llaies to be mportant in recent and
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projected trends include policy decisions about agency goais, direct legislative or regulatory activity,
such as limits on facility size or moratoria on ICF-MR development; policies affecting financing,
including etforts 10 maximize feders! financial participation (FFP), create incentives for community
service development, and new reimbursement mechanisms/policies; and the development of related
services with an impact on residential services, from special education to family supports.

« States note two broad provlem areas: The two issues that states consistently describe as being
most problematic in the area of residential services are 1) insufficient resources to fully meet geais
for developine community services, as institutional expenditures continue to increase despite
derreasing pu,.uiations, and 2) extensive waiting lists for community residential care and other adutt
services. particularly for young adults exiting the special education system.

The ICF-MR Program

When Congreass transferred the Intermediaie Care Facility (ICF) program to Title XIX of the & .ciai

Security 4t in 1971, it added the auths.mzation for Medicaid funding for *care for the mentaliy retarded

in public ingitutions which have the primary purpose of providing health or rehabilitation services and

which are clas .ified as intermediate care facifitics® (House Report 12934-3). Prior to this legisiation,
federa! participatioc in residential programs for persons with mentai retardation: vas extremely limited.

With enactment of this legislation, Congress souqht to improve the quality of state institutional care

it also intended to tailor an institutional benefit specitically to the prevailing standards of appropriaie

care and treatment for persons with mental retardation. With passage of this legisiation, the federal
financial contribution to the ccst o0 providing residential care to persons with mentai retardation began

1o increase at a rapid rate; so too did the number of beneficiaries covered as more states entered the

program and certified increasing numbers of residentiai faciiities. While s.ates continue to increase their

expenditures under this program, they pave stabilized ther total benchcianes.  But ike residential
services in general the ICF-MR program is changing. Some of these changes and related findings from

s study inciude the following:

« After rapid growth following enactmeni, the ICF-MR program in recent years has achieved relative
stability i the nurnber of people served and this number is projected to decine by June 1990. in
the five-year period from June 30, 1977 to June 30, 1982, the number of ICF-MR facility residents
grew from 106,166 tu 140,684 (33%). In the subsegiient 5 years. ICF-MR facility residents grew only
another 3.666 persons (2.6%) 1o 144,350 on June 30, 1987. The number of ICF-MR residents
actually decraased in a maority of states trom 1982 to 1987 as states depopulated their state

inswtutions. where most ICF-MR centified *beds® are locited  States project that vetween June 30,
1987 and June 30, 1560 «CF-MR populations will dechine by about 3,400 residents (2 3%;).
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IC7 MR expenditures Fave corntinued 1 increase. Toal ICF-MR expenditures for fiscal ywar 1987
we e $5.6 billiun, compared with $1.1 billien dollars in 1977, Total expendiares have mods uiad
somew.at since 1962 (33.6 billion) as the number of berenciaries has stabiized.

There have been steadily increasing per beneficiary costs: ICF-MR per beneficiary costs in tiscal
year 1987 we.e about $37,600. This compares with $10,300 in 1977 and $25.600 in 19€2.

In recent years there has beer a decrease in the number of ICF-MR benaficiares in instituions:
Between June 30, 1982 and June 30, 1987 the number of residents of ICF-MR centified units in state
institution> decreased by 18,332 persons. The number cf residents ¢f large nonstate ICFs-MR
inicreased 1y 8,786 producing a net decrease of just over 10,000 people in ICF-MR centified faciiities
of 16 cr more residents. This compares with an increase of 25,400 between 1677 and 1982 when
residents of ICF-MR units in state institutions increased from 93,249 to 107,358 and norstate
institution residents of ICF-MR uniis increased from 12798 to 23,612, States project iurther
decreases of almost another 10,000 (8,800} in large state and nonstale ICF-MR residents between
1967 and 1990

States have continued fo certify units of their state institvtions: On June 30, 1987, 93% of the 94,646
resigents of large state institutions were residing in ICF-MR certfied unite.  This compares with
62% on June 30, 1977 and 88% on June 30, 1982.

There has been continues growth of residents of small IC~”s-MR. On June 30, 1987 there were
23,528 persons in small (CFs-MR (2.874 in smali state-cperated facilities). This compares wihi
1.725 on June 30, 1977 and 9,714 on Jure 30, 1982. States project nearly 30,000 small ICF-MR
residents by June 30, 19G.

ICF-MR rescurces remain concentrated in farge insitutions, Despiie growth in the number of smali
ICF-MR focilities: 34% of ICF-MR residents and 86% of federal ICF-MRB expenditures were in large
public and private facilities in 1987.

There has been a continued, aithough decreased, orientation to state institutions: Despite increases
in community-based ICF-MR facilities, program berefits continue to go primariy o state institutions,
which had 63% of ali ICF-MR residents and 72% of federal reimbursements in fiscal yesr 1987, in
comparison 87.5% of residents and 93% of expenditures went to state institutons w1877 and 76%
of residerts ana 85% cf expenditures we. g i state institutions i 1982,

There has been continued high variability among states in ICF-MR utilizatior: Differences 2mong
the states in ther use of the ICF-MR program as part of the state's overall MR/OD residental
services system remamed very large i1 1987  Nine states had three-quarters of more of thewr
residents in ICF-MR units; 4 states had less (man 25%. In 1982 there wers 10 states with 75% or
more of their residents in ICF-MR units and 5 with less than 25%. Some of thus vanabiity s
projected to decrease between 1987 and 1990. This projected change 1o greater unfornmy wil
nciude the effects of Arizona and Wyoming entering the program tor the first time, making 1CF MR
a universally agopted state option under Medicad.

There were substantial differences berween ICF-MR and noniCF-ME fac.lity wopulabons: no iUy
about halt (an estimated 49%) of ICF-MR residents were profoundly retarded. Th:s compared wah
an estimated 14.5% of residents in noncertibied taciities.  Differences were most pionounced
between cemtiliod and noncentified institutions of 16 and more residents, with £5% and 18% of their
residents resnectively, being profoundly retarded and 12% and 34%, respectively, beng "bosderline?
coomudly retarded  Giffererces i the populanens of community tased ICFs-MFD and nocethied
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gopulation and 12% of the non-ICF-MR pooulation being profoundly retarded  Residents with
borderling or miid menial retardation made up 30% of (he Lonulation of both ICT-MR certifiec and
noncertifierd tacilities,

The distribution of iICF-MR residents by level of retardation changed littie between 1962 anr! 1987.
in 1882, 50.0% of iICF-MR residems were profoundiy reta ded anid 25% ware severely retarded.
in 1987 comparable estimates were 49% and 21% respectvoly  Among small ICF-MR residents in
1982, 16% were profoundly reta:ded and 27% were severely retarded. In 1987 coimparable
estimates were 17% and 25%. However, the tolal number of persor- with profound and severe
mental re:arc’ation living in com.nunity ICH-MR facilities increased over the 5 years from about 4,200
to G,910.

Economic considerations remain primiary in decisions regarding ICF-MR option vee: States repcrt
a range of economic considerations affecting their policy decisions re;,arding utilization o! the iCF-
MR option. These range from efforts to maximize participation by targeting deinstitutionalization first
1o noncertitied unite of state institutions or by centifying existing private institutions, 1o efforts (@
reduce total ICF-MR capaciy or at l2ast the rate of ICF-MR facility growt, especially for inudividuals
considered able to be served in less costly noncertified alternatives. Stat=s generallv observe that
uniess the IC:-MR opton is used judiciously it can 2dd sigrificantly to the overall cost of providing
appropriate residential services.

Access to Home aiid Community-based Services has substandally affected use of the ICF-MR option:
States consider the HCBS waiver, which permits Medicaid funding of non-iICF-MR atternatives for
persons needing long-term care, to be a major influence on decisions regarding ICF-MR
development. In general they consider it to have permitted much less development of small ICFs-
MR than otherwise would have occurred.

Anticipation of signidicant federal Medicaid refo:rr: has affected sorre decisions about state 1CF-MA
programes: A minority of states cite Medicaid reform proposals, and most notably the Medicaid
Home and Community Quality Services Act of 19€9 (E. 384), and its earlier versions, as playing an
imponant role in decigions regarding iong-term development of ICF-MR facilities. However, many
states note that while they don't make decisions based or: anticipation of federa! Medicaid reform.
they have made policy decisions that are congruent with major provisions with the reform proposals,
notably in limits on the size of new community-based facilities.

Stales report numerous internal policies of importance to the deveiopment of ICF-MR services
irternal policy actions refatea to ICF-MR use are common and ranged in 1988 from rules himiting
new ICF-MR development to small faciities (typically five or six beds) to reimbursement reform (beth
cost-cutting measures and efforts to improve rate equity), to moratoria en new ICF-MR davelopment.
Growing ICF-MR costs are rioted as the most common impetus for internal state policy activities.

Quality assurance and appropriateness of care within the ICE-MR prograrm are issues ¢f inporntance
i1 many states: in many states ccnsiderable tension is noted boween cost containment nitiatives
and concerns and the need for basic expenditures to improve or mamtain the present quaiity of
care. In most states pressures for mproving the guality ang montoring of existing programs 18
competing linanciany with the need to serve people on the waiting lists that are subistantial and
gruwing i most states.

Siates report ambivalent reactions to HCFA *Look Behind® reviews: Siates generally consider "Lo0k
Behinds® as necossary Hut aifficult expeniences. A tasting edect i many states was sad 12 Le
costs of meeting siandards in state institutions that leave insufficient resources for community-based
resdentan servicns  Lome states naia ne reviews have mproved inshit Honal conations, Ty with
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more time and/or resources they would have preferred to have met reguirernents throudh
ceinstitutionasization.

. Many states oxpress concern abou! interpretation v the new (Jure 1988) ICF-MA ragulations. States
are especially concemed about now HCF & will interpret and monitor the standards for the provision
ot active treatment. Thess concerns were expressed not ony for e ICF-MR . ogram, put alsc for
the active treatment required tc ba provided to persons with mentai retardation remaising in nursing
tacilities,

The Home and Community-Based Services (HCBS) Waiver

T-e Cmnibus Budget Reconciliation Act of 1981 (P.L. §7-35) contained provisions grariting the

Secretary of Health and Human Services the authority to waive certain statutory require.nents to permit

states to finance a number of noninsikutional services through the Medicaid Program. T receive such

services beneficiaries must be Medicaid-eligible and ikely to need institutional services (ie., nursing

“ome o ICF-MR) in the absence of the Home and Community-Based Services. States are permittec

10 exeiise consderat.lo Hlexitili: « in ihe services they provide under an approved plan, but totat federal

fun ls are restricted to the savings in institutional expencnu-2$ made possible o, wne alternative services

(i.e., "cost neutralin® must e demonstrated). The MedicaiZ Home and Community-Based Services

(HCBS) warver is of significant and growing importance to state MR/DD service systems. States wathi

MCBS authority and those in the process of applying tor it cite s flexibility, s support ¢f community -

based residential options, and its avatiabiiity f- services that may obviate or delay institutionalization

as keys to is aftractiveness. Hecent national trends in siate utifization and obseivations Ly states
regarding Medicaid Home and Community-Based Services include the following:

. The number of states participating in the program is increasing. ©n June 30, 1967 a total of 35
states were providing Home and Commurity-Based Services to  persons  with  mental
retardation/developmental disabiiities. Five additonal states have since obtained appioval 1o provide
Home and Community-Based Services.

. The program has experienced steady growth in beneficiaries. The Medicaig HCBS waiver optior:
was enacted in 1981 and, therefore, steady growth i bencliciaries in 5 early years was expected
in the first half of the decade. Between June 30, 1385 and June 30, 1987 tie total number of
WAVEr SETvice recipients grew only 8% (or 2,438 individuals to a total of 22,700), but the relatively
Iow rate of growth was due primarity to a nuge reduction of about 4.550 beneficianes in Florca
Excluding Florida. toial waiver recipients grew oy 26% between June 30, 1985 and 1987,

. Statstics for FY 1938 show a particuiarly large one year increase .n waiver benelicianes and

capenditures. Repored waiver racipients for FY 1588 increased 1o 29450 from 207200 iy FY 16u7
(2079, Espendiures increased 1o about 3450 million ifrom §294 nullinon) durning the year.
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states accounted for 63% of the increase in beneficiaries and A1% of the increase In COSsts
(NASMRPD, 1989;.

The ~7BS zh. vs very favorabie cost comparison with ICF-MR < :vices: Annual HCBS costs in
1987 ~ e $2¢4 million or about $13,200 for each recinient as of luie 30, “23R7. Comparabie
costs for ICF-MR services in 1987 weie $37,600 per rscipierii.

The HCBS orogram is substantially coinvolved 1 c'zirstititionalization gfferts in most states: Mo
states utilize reducticns in state institttion popuiations (0 demonstrate "cost neutraiity* ot iHome =
Community-Based Servicas. A number of states have ait shown recuctions in targe private ICF-
MR populations i¢ cbtain authorizaticn to serve individuals undar the HCBS waiver. A majorty of
ali ctates, and a st majority of states with approvad waivers, ~onsider the HCBS prograr to nlay
an impotant role in developing smaller comraunity-based altarnatives to institutior:al living.

There is consideran'e consisiency in Service use amorg states: Sta.es universally offered same
form of habifitation services as part of their waiver programs, including day habiiitation programs,
residential facility-based training, behavioral .ntervention services, and early intervention services.
Case management, respite care, and nersonal and/or supervisory care (~otably direct caie
residential seitings) were authoiized for 3C% of states requesting waivers.

Stares use HCBS primarily for residential and related services 10 persons with relalively severe
disaniitics. Case study states report relatively few differences betwean waiver recipients and
res.dents of iICF-MR iacuties. Both groups tend to be made up primarily of persons with severe and
profound mental retardation and who are receiving long-tenn care and habilitation. Among 174 case
study states, which had approximately 45% of waiver recipients nationwide, an estimated 84% of
wan e’ beneficiaries were in non-tamily, supervised resideial settings.

There has been stabilization in total ICF-MR and HCBS recipients: Total {CF-MR and waiver
recipients increased only frcm 164,955 on June 30, 1985 to 165,868 on June 30, 1986 to 167,039
on June 30, 1637 (1.25% over the two years). In comparison cambinad expenditures grew irom
$4.93 billion to 5.90 billion (16.4%) over the same two year period.

The strength of the HCBS waiver to states is its consonance with thewr puicy objectives: In iecent
years states have focused the policy objectives primarily on areas of community and family living
and on ceveioping arrays of services that respond to individual characteristics and e
crcumstances. The flexidility of HCBS is virtually universally acknowledged by statew as permitting
them to pursue these goais with much needed federai financial participation in ways not possible
under other Medicaid programs.

The waiver has helpad states to demonstrate the potential of smali, aon-insttutional resigental
options: A number of states noted that HCBS have been a primary vehicie 10 demonstrate the
feasibility of noninstitutional service approaches for people with severe disab.ities, including
chailenging physical, health, ana tehavioral conditions.

The primary limitation: cited Dy states is the costneutrality requirement. States partcipatng in 1he
HCBE program, as well as those who do not, Ciie restrictions 1N waiver expendiiures to savings in
institutional expenditures as the program's major limitations.  This limitaton has resuited in the
ragtriction of avaiable funding in the number of pesons allowed to benefit. and in many states
the kinds of persons siowed 10 henetit  In a few siates people with severe cogniive. pRysica
and/or behavioral impairmients were reported to have very hmited access 1o communty sernvines
because of the cost imis on Medaid waiver services



Perscns with Mental Retardation in N.sing Homes

Growing Croue NG about the - appropriate placement of neople with mental retardation in
nursing homes, especially tho.e who are nonelderly or who do not have significant mecical or nursing
needs, led to enaciment of nursing home -eformz ir: the Smnibus Recongiliation Act ¢ 1987 (P.L. 2 0C-
203). The act requi-es transfers to more appropriate scitinas tor many current nursing home residents
with mental retardation and otoer deveiopmental disabilities found 1ot to require nursing services.
Exceptions can be made for individuals wi> have \esided in a faclity 30 or more months, provided
the individual chooses to stay and his/her "actve treatment’ needs are me*  The Act also cails for pre-
admission screening measures 10 prevent fitura inappropriate amissions. Data summarized in this
report support the basic premises underlying the requirements of P.L. 100-203. Among these findings
are the following:

. There is continued substantial use cf nursing home: as residential settings: There are approxirmately
26,000 nursing and personal care homes nationwide, according to the Inventory of LLong-Term Care
Places. Of these there were 8,300 homes indicating one or more rasidents with mentai retardation,
and a total of 39,527 residents. This estimate is very closa tu the estimate of 40,539 persons with
a primary diagnosis of mental retardation in nursing home facilities. reported in the National Nursing
Home Survey of 1985.

« There is widely varied use of nursing homes from state-tc-state: The 1986 Inventory of Long-Tenm
Care Places, which surveyed ail known nursing and related care faciiities in the U.S. indicated that
a tota! of 18 states had 1,000 or more residents with mental retardation in nursing and relatec care
homes in 1986; nine states had more than 1,500. In contrast 15 states had fewer than 20C persons
with meni2l retardation in nursing ard other care homes.

. Persons with raental retardation represent a decreasing propoction of teial nursing homas residents:
In 1977 persons with a primary diagnosis of merntal retardation made up an estimatai 3.4% of the
total popuiation of an estimated 1,303,100 nursing home 12sidents.  In 1985 they made up an
esiirnated 2.7% of an estimated 1,491,400 nursing nome resicents.

.« Nursing facilities hcuse a relatively older population of persens with mental retarcation: An estimated
55% of nursing home residents with a primary diagnosis of mental retardation in 1985 were 55 years
ai. older. Thirty-twe percent were 65 years or oider. These are vinually identical to the 55% and
Ce% estimates obtained in 1977. They present a substantial contrast with the June 30, 1967
findings of 12.1% of state institution residents being 55 years or older and 5.8% being 63 years or
older.

- Other thar age therc i5 gencral similarity between nursing home residents and residents of faciities
for persons with menial retardation: Abou! 20% of the nursing home resigents with mente.
retardation were reported to need assistance or special equipment for mobility, 80% were reported
to need some assistance in hathing; anout 60% 10 require some assistance in dressing. ard 25%
ol the reskiants with mental retsrdaton reported (o have a bladder conuol probiem o had an



ostomy, catheter or cther device. This ccrmpares with an estimated 23% needing assistance or
equipment for walking, 60% said to need help bathing, 53% to need help dressing, and 32%
reported to have bladder control difficulty in a national sample of residents of public and private
residential facilities for persors witin mental retardation in 1987,

« The projected impsact of P.L. 100-203 varies among the states: Just as they vary substantiaily in
their historical use of nursing homes as a residential care option for people with mental retardation
and related conditions, states vary substantially in the expected consequences of P.L. 100-203.
Many states have reduced use of nursing homes for this population over the past few years and
have intiated pre-screening activities. Since the enactment of P.L. 100-203. most states have
conducted at least a preliminary review of the nursing home population to begin planning their
implementation strategy. In the ten case study states, from 30-40% of the nursing hore residents
with mental retardation might be expected to require transfer to a more appropriate placement.
States which have used nursing homes tend to expect this proportion to be greater than 40%.

« States are concerned about the potential impact of P.L. 100-203 on community services: Many
states assume that implementation of P.LL 100-203 will place signficant pressures on their
community services systems. Some states indicate that it may slow states’ ability t¢ respond to
persons awaiting any form of long-term care services. Several states indicate the provisions of F.L.
100-203 will siow deinstitutionaiization by utilizing placements that would have gone to state
institution residents. A few states indicate that some nursing home residents will probably be
placed in state institutions. Most states plan to use the special Home and Community-Basea
Services waiver option directly linked to nursing home population reauctions as the means ot
tinancing alternative community placements. Clarification of specific provisions in relation to active
treatment requirements for individuals with menta! retardation and related conditions who remain in
nursing homes, as defined in standards for ICF-MR care. also is being awaited with much state
interest.

Other Medicaid Options

According to Sociai Gecurity Adminustration beneficiary sainples an estimated 750,000 persons
with mental retardation and related conditions are recipients of Supplementai Security income {(5Si).

These persons generally quaiify for Medicaid services offered in the various states on the basis of theur

being S5 recipients, although a few staies have set Medicaid ehgibility standards that are somewhat

more rastrictive. States participating in Medicaid are required to offer several specific medical services

to categorically Medicaid-eligible peopie. In addtior, states may choose to provide any one of 32

optional services in the state Medicaid program (one of which is ICFs-MR). Medicaid-eligible persons

with mental retardation and related conditions, therefore are ehlqidble for a wide range of services
ncluding physician senvices, inpatient and outpatient hospital services, laboratory and X-ray services,

“nd dertal services. In addition to services which respond to the general mecical needs thai persons

with mental retardation sharea with the general population of Medicad recipients. thiere are some
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Medicaid options which may be of more specific relevance to the needs of persons with mental
retardation. These include three options, which are widely included in HCBS waiver programs: case
management, perscnal care, and clinic or renabilitation services. A fourth *option* of growing interest
to states is ‘he authorized extension cf categorical eligibility for Medicaid to children whose illnesses or
disabilities might necessitate mstitutionalization if they did not live at home and who would be Medicaid
eligible if institutionalized ("TEFRA-134" coverage). Findings from this study regarding these options
include the following.

. A majority of all states offer case management, personal care, or rehabilitative services in their HCBS
waiver, but @ minority tailor them as state option services to serve persons with mental retardation:
The most popular of the optional services was targeted case management. Twenty states reported
utilizing or presently considering utilization of the service. Personal care, which is in the Medicaid
state plan of half the states, is used specifically for persons with mental retardation and related
conditions in only 9.

. Only 3 states report exercising the option providing Medicaid eligibility for children and youth with
mental retardation at home: A total of 22 states are reported by HCFA to elect to provide Medicaid
coverage to certain specific subpopulations of children who without medical assistance would be
at risk of institutionalization. Howaver, only three states report children and youth with mental
retardation to be specifically targeted. Because this is a new Medicaid option, it is hard to judge
the eventual ievel of participation. A number of siates noted they wish to see the experience of
other states before moditying their Medicaid eligibility criteria.

« States note substantial potentiai in @ number of optional services: States would very much like the
option of being able to use the case management, personal care, and clinic/rehabilitative services
options to support services for persons with mental retardation. They view them as potentially able
to contribute in important specific ways to existing needs among states for increased case
management and monitoring, community living opportunties, and program of habilitation and
training.

. States consider the options as potentially reducing or delaying the need for institutional Medicaid
services: States note that the ability to provide day habilitation services under Medicaid's clinic or
rehabilitative services options would reduce incentives to place persons in ICFs-MR. In the latter
Medicaid pays not only for the day program as facility-based or contracted "active treatment,” but
also for the generally much more costly residential component. Similarly states which have placed
persons in Medicaid funded personal care settings have found them considerably less Costly than
ICFs-MR.

. States are concerned about the appropriateness/acceptability of using state options: Despite the
perceived desirability, states noted considerable lack of confidence about initial and continuing
federal acceptance of efforts to develop and tailor such services to the needs of persons with
mental retardation. States cite negative experiences of other states and perceived inconsistencies
in federa! interpretation of appropriate/inappropriate use of options as diminishing the likelihood of
using state options for persons with mental retardation.
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« Sume states express cuncerns about the restrictiveness or overly medical nature of some options:
While most states would like access to funding for habilitation services or non-institutional personal
care through Medicaid for persons with mental retardation some states viewed their current
conditions as being too restrictive, overly medical, and/or not cost-effective for wide-spread use with
persons with mental retardation and related conditions.

Summary and Conciusions

Recent statistics on services for persons with mental retardation and related conditions indicate

continued evolution of long-term care systems toward a predominantly community orientation. By Fiscal
Year 1987 the average daily population of state institutions had decreased to less than half the
population of 20 years earlier, with only 37% of the June 30, 1987 residential populations housed in
state institutions. On June 30, 1987, 46.5% of all persons in residential settings for persons with mental
retardation were living in community settings, and states project that by June 30, 1990, 53% will be in
community facilities. Even nursing homes, which have had relatively stable populations of about 40,000
residents with mental retardation since 1977, will be compelled under P.L. 100-203 to move thousands
of these individuals into mental retardation facilities. Most will enter community settings. Today,
community services can no longer be viewed as merely an alternative to institutional care. In most
states they are currently or wiil be shortly the primary model of care. Findings of this study suggest
urgency in the federal government’s recognizing a future in which community care will be predominant
by reforming Medicaid in ways that assist in responding 10 a range of critical problems facing state
community services systems:

- States need a form of financial participation from the federal government that is not deterrmined by
where one is placed:. The level of participation of the federal government in institutional programs
through Medicaid is much greater in total funds and proportion of beneficiaries than community-
based programs. While 88% of all residents of large institutions are in Medicaid-funded ICFs-MR,
only about a quarter of community facility residents had Medicaid participation in their care from
either the ICF-MR or Medicaid waiver program. The primary source of federal contribution to
community living for persons with mental retardation remains SSI. But its federal contribution to
community living for persons with mental retardation was about one-fifth the average daily ICF-MR
federal contribution in fiscal year 1987. States are reluctant to develop small facilities meeting the
institutional ICF-MR standards simply to meet ICF-MR standards. They note preference for service
decisions based on the principles of individualization, purchasir.g services rather than facilities, and
maintaining flexibility in program options, but observe that it is not fiscallv possible to base policy

on such factors when large amounts of federal financial support lie in the balance.

« States need flexibility in the services they may provide under Medicaid: States nearly universally
viewed their experience with Medicaid Home and Community-Based Services as positive. Cricism
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of the program is largely limited to administrative issues related to tts limitations on expenditures
and its temporary approval provisions (3 years for new appiications, 5 years for renewals). States
are generally philosophically committed to providing services and supports based on individual
needs. When presented with a specific legisiative proposal providing broad flexibility in the range
of services that could be offered under Medicaid (S. 384, the Medicaid Home and Community
Quality Services Act of 1989), 38 of 51 state respondents in 1988 indicated agency support of the
legislation, despite conditions which might redice some federal contributions to their large
institutions. A few states noted specifically that their support indicated only a preferer:” 2 of S. 384
t~ current Medicaid programs. Although it was introduced after the state survey was mailed, it
seems highly predictable that state response to the Medicaid Community and Faciity Habilitation
Amendments (H.R. 854) would also reflect strong preference over current Medicaiu programs, but
with many reservations about “federalization” of quality ascurance for community senvices,

The rates at which states are creating commun.'/ ving opportunities for their citizens suggests 2
possible desirability of proactive federal involvement. A substantial body of research shows
substantial and consistent benefits accrue o0 pe. -2 with mental retardation when they move from
large institutions to community facilities. In the 1987 Develcpmental Disabilities Act Congress noted
that ‘it is in the natioral interest to offer persons with developmental disabilities the opportunity, to
the maximum extent feasible, to make decisions for themselves and to live in typical homes and
communities where they can exercise their full rights as citizens." Very impressive progress 1S
generally being made in this direction nationally and in most states. Butin a number of stz es, this
"national interest® is being poorly attended to. It may be that simply ‘leveling the fieid* L ziween
Medicaid support of institutional and community services « . proposed in H.R. 854 may be sutficient
to encourage all states to move in the direction ostensibly supported by Congress and clearly
supported by prevailing professional standards. But in a few states incentives to reduce institutional
populations by reducing real dollar federal contributions for such care as proposed in S. 354 may
well serve the national interest as defined by Congress.

States need substantially increased sources of funding for community services to meet current and
projected needs: Most states are currently reporting substantial numbers of persons awaiting entry
irto their services system. They also note substantial difficulties in obtaining funding to cover the
costs of persons leaving state institutions, because most states have not been able to reduce
institution costs as populations have decreased. Between 1982 and 1987 state institution
populations decreased by 19% while total expenditures increased by 12%. Because of a shontage
of funding states observe a wide range of problems including: insufficient number of programs are
bei: developed, community facilties are inadequately cciinensated, community staff are
considered underpaid with related probiems of staff turnover, inadequately gualitied staff, and
insufficient funding for staff training all peiny evident with.n current community-based program.

States need to respond to large numbers of persons awaiting community Services: States repon
large and growing numbers of persons awaiting services. A number of factors are identified as
contrihuting to this problem. These include limited growth in total residential capacity in the past
10 yeurs, an unprecedented propcortion of the population in the young adut 2ars (18-39) in which
most persons enter residential care, increasing longevity of persons with mental retardation, parental
refusal of the unused capacity in institutions. Most states are not optimistic about improvements
in this situation in the near future as a rari,e of factors including limited funding for new tacilt:es.
inadequate funding to stimulate a provider market, and demands of court orders, laws and state
policy focused primarily on bringiny reziden's of mental retardation institutions and nursing homes
to community settings. Despite the growing need. the only legisiative proposal to date that would
explicitly prohibit indefinite cenial of services to certain individuals (persons defined as severely
handicapped) was a 1988 proposal by a working group on federal prGgrams for persons with
MR/RC within the US. Department of Heaith and Human Services.
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States acknowledge significant limitations in monitoring and directly contributing to Guality of life in
community facilities: Minimal quality assurance and efforts to improve the quality of life of persons
living in community settings is increasingly noted as a problem for states. Case management
resources are frequently seen as too limited to establish caseloads permitting adequate involvement
with ‘clients® to insure quality. Procedural monitoring activities are impaired by limited resources in
an era of increasingly dispersed sites. Increasing efforts to estabiish citizen monitoring by advocacy
groups and a few state agencies remains in relatively early states of development. After years of
extremely limited federal oversight of community programs, relatively littie among community ICFs-
MR and none for waiver services and state-funded programs, there is substantial variation within
and across states in the nature, amount, and perceived effectiveness of quality assurance.
One important factor in these differences is the special Medicaid matching rates for quality
assurance as pan of states' ICF-MR survey and certification and inspection of care activities, while
quality assurance for Medicaid waiver services and state funded programs must be nearly entirely
supported with state funds. States also vary in their promotion of higher quality through training
and technical assistance supports. A number of states consider the limited qualifications of staff
recruited and the inability to retain experienced staff as a major issue in providing quality services.
Ditferentiating the relative need for more extensive resources for state monitoring and technical
supp- of service providers as opposed to more stringent or detailed federal standards for
community services could not be determined from this study, though states strongly prefer the
former.
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INTRODUCTION AND METHODOLOGY
Background

In 1971 Congress added authorization within Title XIX of the Social Security Act for Medicaid
funding of "care for the mentally retarded in public institutions which have the primary purpose of
providing heaith rehabilitation services® (House Report 12934-3). Pricr to enactment of the new
Medicaid benefit for persons with mental retardation and related conditions (MR/RC)" in intermediate
Care Facilities for the Mentally Retarded (ICFs-MR) federal participation in services for such persons was
extremely limited. Since 1971, federal programs and funding for persons with mental retardation has
been expanded tremendously. Still no single program funding services for persons with mental
retardation and related conditions has received more direct attention in recent years than Medicaid's
Intermediate Care Facility for the Mentally Retarded (ICF-MR) program. The ICF-MR program offers
federal financial participation (FFP) for services provided to Medicaid eligible individuals in residential
settings meeting comprehensive standards in areas such as supervision, habilitation services and health
care. Eligibility for ICF-MR services is limited to individuals with a diagnosis ot mental retardation or a
related condition, such as cerebral palsy, who have been determined to be in need of "active treatment”
and the ICF-MR level of care, in addition to any state imposed income and resource criteria.

A primary reason for attention to the ICF-MR program is its sheer size. Federal and state ICF-
MR expenditures in Fiscal Year (FY) 1987 totailed 5.6 billion dollars, which was 54% of the estimated
total of all non-educationa! noncash assistance expenditures (10.3 billion dollars) for persons with
mental retardation and related conditions in the United States. Over the course of FY 1987, claims for

reimbursement of ICF-MR services were made by states on behalf of a total of 148,960 individuals (with

"Mental retardation and related conditions (MR/RC) is used in Medicaid and in this report to refer
to people who are determined to have mental retardation (MR) on the basis of an 1.Q. below 70 and
concurrent substantial limitation in *adaptive performance,” including significant work-related fimitation
of function, restriction in activities of daily living, and/or difficulties in social functioning. or who are
determined to have related conditions (RC) on the hasis of severe, chronic disabilities, other than mental
illness, which are evident prior to age 22 and result in substantial limitations in three or more of the
following areas: self care, understanding and using language, learning, mobility, self-direction, or
capacity for independent living. Related conditions are practically and statutorily equivaient '
develnopmental disabilities (DD).



a total of 144,550 persons residing in ICF-MR certified tacilities on June 30, 1987). The average per
beneficiary expenditure for ICF-MR care in Fiscal Year 1987 was $37,600.

A second reason for attention to the ICF-MR program s the perception that, because of its
original focus on improving conditions in stata institutions, it is overly oriented toward the typical service
provision practices, organization, and environmental conditions of iarge institutions, with relatively little
attention to the quality of life or personal development of their residerts. Recent revisicns of the ICF-
MR regulations (June, 1988) have att2mpted to respond to this general criticism in sigruficant ways. A
third reason for attention to the ICF-MR program has been that access to the FFP it provides is imited
to people residing in relatively restrictive iICF-MR certif.ad facilities. A significant response to this
criticism is the Medicaid Home and Community-Based Services waiver ("Medicaid waiver’) program.
This program was enacted in 1981 to provide Medicaid funding for alternative home-based and
community-based services, such as case management, habilitation services, homemaker services,
respite care, and other non-medical services, which may have the effect of preventing or delaying entry
into Medicaid certified long-term care settings. For persons with mental retardation and related
conditions, the *waiver" program is focused primarily on providing an alternative to ICF-MR placements.
In FY 1988 a total of 29,446 persons received home and community-based services through “the
waiver,* which during the fiscal year cost about 450 million dollars. The average per beneficiary cost
to Medicaid of this program in 1987 was about $15,300.

In addition to the ICF-MR and Medicaid waiver services programs, there is a range of other
services under Medicaid which states can choose to provicde to their citizens who queiity for Medicaid.
Some of these options can be used to provide needed services to a significant number of persons with
mental retardation and other developmental disabilities. These optional services inciude case
management, personal care and habilitation services, and extension of categorical eligibility for Medicaid
to children with disabilities living at home who require a level of care provided by Medicaid instituticrs

and who would be Medicaid eligible it institutionaized.
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Because Medicaid is an open-ended entitiement program with the federa! govz2rmment
reimbursing a minimum of 50% of Medicaid costs (in 12 states) to 80% (Mississippi), based on state per
capita income, many states are strongly attracted to participation in the various Medicaid options by
expanding the range of covered services or the eligible population or both. More recently, however,
a growing number of states are articuiating the view that a significant number of people needing long-
term care services cannot be well served or cost-beneficially served under current ICF-MR program
options. These perceptions are reflected in a stabiiization of the total number of ICF-MR residents since
1985, and states’ projections that nationally the number of ICF-MR residents wili decrease over the next
few years. Concerns about the ability of the ICF-MR program to serve people appropriately and cost-
effectively have prompted most of the states to seek new and expanded opportunities to apply the
tavorable Medicaid federal financial participation to 3 broader range of services for persons with MR/RC.
The most important of these options, the Medicaid home and community-based services waiver
("Medicaid waiver) program, has provided a highly attractive and rapidly growing alternative 10 ICF-MR
services for siates. However, this option has significant structural iimitations on the extent to which it
can be used by states. But increasingly states are seeking individually and collectively to effect major
reform in services availabie to people with MR/RC under Medicaid. Two major proposais that would do
this are presently tefore Congress.

Purpose and Methodology

This examination of Meaicaid services for persons with mental retardation and related conditons
was based on a set of interreicted acuvities that were supported fully or in part by the Heaith Care
Financing Admiristration. The primary purpose of the project was to examine trends and projections
in Medicaid-funded and other leng-term care services for persons with mental retardation and reiated
conditions and the factors which intuence utilization of these services in the individual states. Areas
of focus included overall state utilization; characteristics of beneficiznies; state considerations and
motivations in utiizing ICF-MR, Medicaid Home and Community-based Services (HCBS), and Medicaid

options; and contemporary conside:ations and problems facing states in funding long term care through
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Mecicaid or by other means. The three basic sets of research activities underlying this report were 2
longitudinal analysis of extant data bases, a national survey of state MR/DD agencies. and case siudies
of te individual states. The reron draws on information obtained through all three of these activities
to respond to basic themes in past and present decisions of states with respect to the use of the
varicus Medicaid options for persons with mental retardation and related conditions.
Longitudinal Analysis of Extant Data Bases

The purpose of the longitudinai analyses of existing data bases was to obtain descriptive
information on the trends and current status of residential services for persons with merntai retardation
and related conditions, including I2F-MR services. The most comprehensive longitud'nal data bases
on state-licensed or state-operated res;Jential services were identified for this purpose. These inc:uded:

. the 1977 census survey of 11,025 residential facilities in operation on June 30, 1977 by the Center
for Residential and Community Services (CRCS), University of Minnesota’

. the 1982 census survey of 15633 residential facilities in operation on June 30, 1982 by CRCS;
. the 1986 census survey of 14,639 residential facilities for persons with mentai retardation in
operation in and around April 1986 by the Center for Health Statistics, Depantment of Health and

Human Services;

. the 1987 National Medical Expenditure Survey, Institutional Population Component-Mental
Retardation Facilities (a nationai sample survey of 631 facilities and 3,618 of their residents);

+ the 1977 National Nursing Home Survey (a national sample survey of 1,451 faciities and 181 of their
residents with mental r¢tardation); and

. the 1985 National Nursing Home Survey (a national sample survey of 1,079 facilities and 144 of their
residents with mental retardation).

Surveys of All State MR/DD Agencies
Two separate surveys were conducted of state mental retardation/developmental disagilities

(MR/DD)" agencies in each of tne states. These included:

-
o) ottt rmorntal rot-
ety ol [REL¥E) uu! A e

agencies in each state designated as state 'mental retardation’ agencies, (21 states), “menral
retardation/developmental disabilities® agencies (8), 'developmental disabilities® agencies (20), or
agencies designated in other ways but having prirmary responsibility for persons with mental retordation
and refared conditions (2).

rdation/developmental disahiities (MR/DD) agencies, this report includes the
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. a survey of all states to gather statistics on state beneficiaries of ICF-MR and Medicaid HOBS
services by size and cperation of facilities and services provided; and

a survey ot all states to gather infcrmation on prajected use of Medicaid options for perscris with
mental retardation, factors influencing utilization of those services and other gereral policy topics
related to residential and related services, and io obtain relevant state plans and state-sponsored
research and other reports.

Case Studlies of 10 States

Ten states were seiected in consultation with HCFA staff for detailed case study interviews
regarding their residenual and reiated services for persons with mental retardation and related
conditions. The states selected inciuded California, Colorado, Connecticut, Fiorida, Indiana, Minnesota,
Mississippi, New York, Gragon, and Texas. States were chosen (o insura geographical distribution as
weil as a number of other factors, including preference for large states with the greatest potential/actual
impact on Medicaid expenditures {California, New York, Texas). In addition states were ranxked and
selecied cn the basis of intensity of use of the ICF-MR option (Minnesota, New York, Texas); intcisity
of use of Medicaid waiver option {Caiilornia. Colorado, Florida, Minnesota, Oregcen); and projections of
major increases (50+%) in community facility residents from June 30, 1987 to June 30, 1890
(Connscticut, indiana). Mississippi was included primarily as a reiatively fow user of Medicaid, despite
its 79.65% federal matching rate for medical assistance (i.e., for every 5 doilas spent on Medicaid
approved services In Mississippi the federal government reimourses 4 dgoliars).  Interviews were
conducied with directois of state MR/DD agencies or their designates for the selected states and
current policy and planning documents were reviewed. The discussion guide for these case studies
15 included in tne Appendix of the repont.

Gverview of the Paper

This report 1s organized wih the intent that each pant will provide context for each successive

Part. Part | examines the contemporary mussion and commitments of state mental retarcation!
developmental disabilities (MR/DD) agencies as they thernselves identify them  This discussion wiil
exarnine wnat states are attempting 10 accormiplish tor ther ctizeng with mentai retardation and reiated

condmions. Part i of the report examines past. present, and propcted patterns of residentiat services
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in general in the nation and in the various stales. It examines general trands and coraributing factors
in long-term care service provision. irrespactive of the role of Medicaid. Part lll focuses on the specific
past, present and projected ICF-MR wtilization. It also examines state considerations in future |CF-MR
services us2, explering some of the ambivalences articulated by states as they weigh the costs and
benefits to themselves and their service consumers of the various opticns under Medicaid. Part IV then
summarizes the current status of Medicaid Home and Community-Based Services programs within ‘he
different states. It also discusses state perceptions of the strengths and limitations of that program.
Part V examines the current status of persons with MR/RC in nursing homes and the implications of
P.L.100-203, which requires states to review the appropriateriess of those placements and the
appropriateness of "active ireatment® services provided. it reviews internai state :nitiatives for nursing
home residents with MR/RC witnin state resigential care systems as @ whole. Part Vi examines s:ate
use of Medicaid options other than intermediate Care and *Medicaid waver® senvices for persons win
mental retardation and reiated conditiors. It summarizes state perceptions of the benefits and
smitations of the optional programs in meeting the needs of their state's citizens with MR/RC. The
report conciudes with a brief summary and comment section. It examines the congruence between
stale residential care and reiated services systems, state goals for these systams, and the requirements

of the various Medizaid programs.
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PART I: THE CONTEXT FOR PRESENT AND FUTURE STATE POLICY

Residential services for persons with mental retardation and related conditions nave Ceen
undergeing significant changes in recent years. Whils numerous statistics will be presented later in this
resonrt that document these changes, it is instructive to ook first at perceptions of state MR/DC agencies
as they develop, regulate, and modify services for their citizens with mental retardation and related
cenditions.
Prevailing Frinciples Within the MR/DD Field

Residential and related services for persons with irental retardation and other developmerital
disabilities have been shaped in the past decade largely by a set of philosophical principles that have
moved over time from ideals promoted by advocates, to predominant professional perspectives, to
principles guiding the administration and crganization of public programs. One of the most notable
trends shaping services in recent years has been adoption of notions such as ‘normalization,”
*placement in the least restrictive environment,* and ‘cominunity integration® as formal nbjectives of state
agencies administering services for persons with mental retardation and related conditions. Briefly,
‘normalization’ assers that the "treatment® of persons with mental retardation and related corditions
must recognize and reflect that individual's dignity as a person, his/rer naiural membership in @ native
society and community, and his/her right 16 live as closely as possible n the manner of the culture.
*Least restrictiva environment® assens that while making appropriate accommodations i basic heaith
and safety, the preferred setting for a person is the one that uifers the fewest restricticns on 0ne's
independence and the greatest opportunities to further one's independence. *Community integration®
1s a muiti-facated concept reflecting the value to peopie with developmental disabiities of sharing in
community life. It involves at least four aspects, including, 1) physicai integration: to be a mamber of
a community one must live in that community; 2) cultural integration: to be a member of a community
one must exhibit culturally valued lifestyles and roles; 3) social mntegrauon: to be a member of a
community one must enjoy reciprocal interpersonal relaticnships with other community members, and

4 se't-deterirination: 10 be a member of a community one must be able to affirm ope's ndivicuailty




through expressions of personal independence and preference within the limits and according to the
standards of the community. A {faw years ago these were organizing concepts for only a small nurnher
of the most *progressive” state MR/OD agencies. Today they are explicitly or implicitly recognized as
important guiding principles by most state MR/DD agencies. They are also implicitly a part of the
federal policy goals ot independance, productivity, and integration articujiated by Congress in the
Developmental Disabilities Assistance and Bill of Rights Act Amendm:ents of 1987.
Research on Residential Services

ine crientation of state resicential programs is being infiuenced by research as well as
philosophic principles. Recent years have brought dramatic increases in federal, state, and privately
funded research on developmental outcomes, services, and axperiences associated with different types
of residential facilities. Research on developmental change associated with different resident  settings
has been increasingly evident and is an area of nearly universally acknowledged importance. There has
been a growing focus documenting outcomes of residential programs. Particularly notable have been
research preciects mcnitoring the developmerntai ctange ‘cllowing community placement of persors
involved in court ordered and monitored deinstitutionalization. Using this project’s state survey, an effont
was made to identify ali unpublished, state sponsored studies of long-term developmental change
associated with deingtitutionaiization. These studies were added to the body of published researnh
dentfied through traditional journal abstracts and computer searches. In all. 17 longitudinal studies of
the outcomes of deinstitutionalization were dentified as meeting the folicwing specific minimal critena:
1) &t followed & or more individuals from public institution piacemerits through at least six rmontns of
living i a community facility, with community facility defined as having 15 or fewer residents and baing
located off the grounds of a iarge faciity; 2) it coliected baseline data while persons wera stili in the
mstitizvion; 3) t measurad overail sdaptive behavior (1.e., basic living skills) and/or specific types of
adaptr/e behavior (e.g., seff-care/domestic skills, ¢..rmmure stion skills, social swills) i the same manner

arc with the sarme instruments in both setings: 4) it reponeg basic cemographic and diagnostic
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information on institition and community facility subjects; and 5) t studied persons whe were
discharged to cominunity-based facilities from institutions in or after 1975,

The results of 17 studies of developmental change associated with deinstitutionalization are
itustrated in Tables A-1 and A-2 of Appendix A of this report. Taktie A-1 (experimental/contrast groups)
shows the outcomes reported for studies in which changes in adaptive behavior for persons who moved
to the community are compared with changes for persons of similar charucteristics who remained in
state institutions. The adaptive behavior (and problem behaviors where studied) of each group were
measured both before and after the move. Table A-2 shows the outcomes reported in studies utilizing
a longituginal approach to measuring changes in adaptive behavicr. These studies measured behavicr
before or at the time of deinstitutionalization and ther at various times after the move. The analysis ¢f
all identifiable research meeting minimum standards, provides iemarkably consistent evidence of the
benelits of deinstitutionahzation. Six of the seven experimental/contrast group studies repornted
statistically significant greater achievement in either overall adaptive behavior, or in the basic seit-
care/domestic skill domain for those whno meved to community living arrangements relative o those who
remain in state institutions. In the seventh study the community sample showed greater achievement
in the self-care and domestic skills araa, but the difference did not reach statistical significance. Among
the longitudinai studies, 7 of the 1D reported statistcally s:gnificant increases in overail adaptive
behavior of i1 the basic seif-care/domestic skill area after movement to the community. An eighth study
would have most probabiy shown statistically significant changes, but no staustical tests ware empicyed
and the reported data did not permit such testing. The other twe studies in thiz area showed positive
tohavior thanges after movement o a commurity residence, tut the changes were not statisticaily
sigriticarit. Policymakers in many states are increasingly being made aware of ant are responding ‘0
the strong and cornsistent findings that gains in personal development more rapidly accrue to pecpic
Iving In community setings rather than institutions,

Although individual states have responded somewhat aifferently to the generally prevaling

panciples shaping ressdential services systems for ceople with menial retardation and related conditions
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and o the compeliing research which supports these principles, there are notable similarities. State
MR/DD agency mission statements, program principles, and residential service goals exemplify many
of these similarities, and their review provides an instructive context for the examination of current and
projected trends in Medicaid and related program tilization.

Before iooking specificaily at how these concepts are evident in the program principles of state
MR/DD agencies, it may be useful to examine the basic responsibilities of state MR/DD agencies, as
Jefined by state legisiation and/or the siate department within which the agency falls.

Basic Responsiuiiities of MR/DD Agencies

Residential services for people with merital retardaticn and related conditions are fully or
subsiantially adrninistered by state mental retardation/deveicomental disabilities agencies. Whiie the
activities and accomplishments of these agencies are often substantially affected by policies within other
agencies (notably state Medicaid agencies and 'ocal government), the MR/OD agencies are seen as
having the primary roie in imple/nenting and translating public commitments into programs and services
for persons with mental retardation and other developmental disabilities.

Statements of basic programmatic responsibility and legislative authority of the mental
retardation/developrnernital disabilities agencies were reviewed frorm the case study states. These policy
statements reflected four broad recurring categories of responsitility given to these agencies These
general themes emerged regardiess of the extent of actual authority vested in ine agencies to fulfill the
basic mission. The four recurring components of broad agernicy responsibility were:

«  providing an edequate supply of residential services;

- providing residential services that are appropriate in relation to the needs of individuals with mental
retardation and other developmental gisabilities;

«  promacting optimal efficiency in tha use of state resources; and
« mainta:ning apprognate standards of quailty in residential services programs.
Some state agencies have been given additional basic responsibilities  These ranga trom ratner

concrete, fiscal responsibiinies, such as (o assure maximum federal or puvate participaton in the




delivery of services to Minnesotans with developmental disabilities® (Minnesota) to more programmatic
responsibilities, such as to *assure such services are designed in a way that significantly incre::ses the
independence, productivity and integration of people with developmental disabilities® (Oregon).
Program Principles of State MR/DD Agencies

The distinction between the responsibilities of a state MR/DD agency and the expressed
principles by which the program operates is iargely that the former are given to the agency by a higher
government authority (legislative and/or parent agency), while the latter are generally internally derived
by agency personnel, often with participation of advisory groups. In an organizational sense the basic
program principles of MR/DD agencies represent their ideals, however much they are constricted by
factors seen as beyond the agency’s direct controi. Nirie of the ten case study states provided written
materials, usually state plans, which contained expression of the principles that the MR/DD agencies
were using to guide their programs. To exempify one such statement, the Colorado Civision for
Developmental Disabilities identified the following:

to provide appropriate programs to persons with developmental disabilities throughout therr lifetime
regardless of their age or degree of handicap;

. {0 prohibit deprivation of liberty of persons with developmental disabilities, except when such
deprivation is for the purpose of care and treatment and constitutes the least restrictive available
atternative adequate to meet the person's needs, and to ensure that procedures governing
placement and habilitarion of such persons afferd due process protections;

. 10 ensure the fullest measure of privacy, dignity, right, and privileges to persons with developmental
disabiiities;

« to ensure the provision of services to all persons with developmental disabilities on a state-wide
basis,

. to enable persons with developmerital disabilities to remain with thew families and in their home
communities,

. to promote socially and physically integrated community-basea services for persons with
developmiental diszbilities which reflect the patterns of everyday iiving;

. to encourage state and 'ocal agencies 'o provide a wide array of innovatve and cost-effective
services for persons with deveiopmeniai Cisabimbes; and

. 10 ensure that persons with developmenta! disabilies receive senvices which result in inCreasea
independence, productivity. and integration into the commurnity.
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There were a number of common themes among the published statements of principles of the
MR/DD agencies, as was true with the statements of responsibilities. The values and commitments
articulated by 5 of those 9 states are shown in Table 1. it should be noted that the numerical count
of elements should not be used to compare states. Some states expressed their program principles
in generai terms from which one might easily infer a number of more specific *values.” Such inferences
have not been recorded. But the significance of these examples from the case study sample is to show
the consistency of basic principles that are guiding MR/DD services in the U.S. today. It is important
to realize that the elements of this basic list desciibe what most state MR/DD agencies are trying to
accomplish as they administer basic federal and state policies and programs. As will be noted in each
of the subsequent parns of this repor, states cite many impediments to fully reflecting these nrinciples
within the existing policies and programs.
Service Goals for MR/DD Agencies

Despite substantial varictions among the case study states, and among virtually all 51 states
participating in our mail survey, it is clear that there is a strong, widespread and growing tendency for
state MR/DD agencies to see their basic responsibilities and service goals in terms of the tollowir.g:

+ iNCreasing community-based living opportunities and decreasing the number of persons in
institutional care;

+ increasing the flexibility available for responding to the specific needs of individuals;

- Dbroadening the array of services and suppors available to serve people who have widely ranging
needs and life circumstances,

« improving the quality of both institutional and community services through increased technical
assistance, personnel training, monitoring, and, or funding;

+ increasing support to and involvement of families in the life of their member with mental retardation
or related conditions;

« using and promoting policies to meet commitments, including promotion of Medicaid waiver use.
active involvement in public policy debate in support of community services and suppon and
promotion of federal Medicaid reform.

—a
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Table 1

Expressed Values and Commitments of Sampled State MR/DD Agencies

Values/Principles for Case Study State

Services to People CA coO CT FL IN MN NY CR TX
with MR/DD

Respect for rights and X X X X X

dignity

Right to placement in

least restrictive X X X X X

environment

Preferability of
normal(ized) X X X X X X X X X
community living

Services based on
individual needs/ X X X X X X X
circumstances

Choice/self-
determinationr. of X X X X X X
consumers

increase

independence, X X X X X X X X
productivity and/or

integration

Preservation and
support of family, X X X X X
permanency planning
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An examination of the service goals cf state MR/DD agencies today shows thm to be much
less often derived from the designated. relatively narrowly-defined o *value-tree® responsibilities of the
agency, and much more often derived from the kinds of program principles outlined in Table 1.
Although by no means universal, a concluding statement in Florida's Five Year Service Plan (1988) is
representative of the position of many states.

Support and services to persons to allow them to live as independently as possible
has become the goai of service provision. To direct this goal, guidin-. va ‘es and
service principles have been developed. These principies concentrats oni . fact that
people who are developmentally disabled want the same things out of life that everyone
does--family, friends, a home, work and recreation. Services will now be directed toward
supporting people in community life. This will include family supports, supported living
and supported work, all directed at helping people living in their own naturai
environments (p. 105).



PART Il: GFNERAL TRENDS IN RESIDENTIAL SERVICES
Four genera! trends are evident in the review of residential services for people with mental
retardation and related conditions during the decade from 1977 to 1987:
. continued reduction in the use of large state institutions (down 37%),
. increased utilization of small facilities, i.e., those serving 15 or fewer individuals (up nearly 200%);

. decreased cverall rates of residential placement as a proportion of the total population (down 9%).
with stabilization since 1982; and

.+ particularly significant decreases in the rate of residential placement for children and youth, most
dramatically in state institutions (down over 200%), but also in ail types of residential placements
(down 45%).

These trends are projected to continue over the next few years, based on information provided
by state MR/DD agencies on their plans for residential services and the factors associated with these
trends and projections.

This section describes trends and projections in the utilization of residential services in general,
that is, without regard to whether those services are funded through Medicaid. It looks at residentiai
services for the nation as a whole, as well as for individual states. In addition, attention is given to
factors reported by states as being particularly influential in their recent patterns of residential services
provision, as well as those expectec to be significant influences on state projections over the next few
years.

Deinstitutionalization

Deinstitutionalization has been and remains a social policy and program trend of continued
imponance in residential services for people with mental retardation and related conditions. Figure 1
shows the trend in average daily state institution populations since 1880, the year in which data were
first gathered on a national basis. It shows populations of state institutions increasing steadily from
1880 to 1967, when they reached a high point of 194,650. In the subsequent 20 years the average
daily population decreased by over 50% and more than 100,000 peopie 10 an average for Fiscai Year

1987 of 94,696.
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Placements per 100,000 Population

Even more dramatic than the net decrease in state institution populations has been the
decreasing rate of state institution placement (average daily population per 100,000 total U.S.
population). In Fiscal Year 1987, the rate of placement in state institutions nationwide was 38.9 per
100,000. That rate was just 39% of the rate of placement in 1967 (98.6 persons per 100,000 of the
general population).
M« ent Patterns in Deinstitutionalization

Two patierns have combined o create the decreasing populations in state institutions over the
past two decades: rapidly decreasing total admissions and discharges which substantially outnumber
admissions. Although discharges of persons from state institutions have been more commonly
associated with the phenomenon of decreasing state mstitution populations, in reality greatly lower
admissions to state institutions have actually contributed more to institutional depopuiation than have
institutional releases. From Fiscal Year 1967 to 1987 annual admissions to state institutions decreased
from 14,904 to 5,398. Annual discharges actually decreased somewhat over the period from 11,665 to
8,049, aithough throughout the period discharges plus deaths in state institutions remained 4,000-6,000
more than admissions. In the 1980s alone admissions to state institutions decreased from 11,141 (in
1980) to 5,398 (in 1937).
Restricted Admissions

The two major factors in reduced admissions to state institutions are the unwillingness of most
families 10 accept such placement as an option for out-of-home care and the concerted efforts of states
to reduce total institution placements. A critically important and interrelated factor has been the
develcpment of community-based alternatives and the assumption that such placements will continue
tc grow. The restrictions of one form or another that most states have placed on admissions to large
state-operated facilities have a'>0 been a significant factor. Among the 10 case study states, for
example. a out Colorado and Oregon have developed formal policies to restrict admissions; and the

two s s v o tormal policies indicated that they have informal standards that serve to restrict
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Figure 1
Total Average Daily Population of State
Institutions for People with MR
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admission to large state facilities. Nationwide, 34 of 51 states indicated specific restrictions ¢n the
‘types* of peopie who can be admitted to state institutions. Restrictions are most frequentiy based on
one or more of the following three factors: (1) restriction on all admissions except those through court
action, either civil commitment or through criminal justice proceedings; (2) admission only of individuals
with the most severe disabilities, inciuding severe behavior disorders, or (3) admission only of persons
above a certain age. For example, admissions to large state facilities in Indiana are limited to individuals
with behavioral characteristics which are *currently unacceptable in the community (i.e., dangerous to
self or others},* and the state envisions that services to such individuals will eventually be the sole
purpose of their state MR/DD institutions.

There is growing consensus that adoptive or foster families, or family scale arrangements, are
preferable for children and youth who cannct be maintained in their natural home. For example, a
recently promulgated policy in Flerida permits only ccurt-ordered state faciiity admissions for childran
under the age of 16, there are no exceptions, even foi emergencies. Minnesota prohibits admissions
of children to state institutions and has only about 10 children and youth below 18 years still residing
in its state institutions. Although children can still legally be admitted 1o state institutions in most states,
the practice is becoming more and more rare. In 1965 there were 91,592 persons 21 years and
younger in state institutions. By June 30, 1987 there were only 12,026 pe:sons birth through 21 years
in state institutioris. Only 3,630 of these young people were bhelow the age of 15. indeed, 86% ot the
total decrease in state institution populations from 1965 to 1987 can be accounted for by the decrease
N the number of persons between birth and 21 years.

Institution Closures

Related to the trends discussed above is the ncreasing tendency of states to close state
nstitutions.  In the survey of states four states reported at least 1 state institution closure during Fiscal
Year 1987, with a total of 5 state institutions being closed altogether. States also reported actual or
projected closures during Fiscal Years 1988, 1989, and 1990. Although the majority of states anticipated

no closures over the penod, a total of 13 states indicated a total of 20 state insttutions were planned



for closing during the June 30. 1887 to June 30. 1990 period. Institution closure is increasingly arn issue
in states as it becomes ever more evident that decreasing the populations of institutions remaining in
operation simply spreads stable or increasing institutional administration and cperations expenditures
over fewer peopie uniess whole institutions are closed. To exemplify the problem, among institutions
which remained open trom June 30, 1986 to June 30, 1987, average daily popuiations decreased 5.8%,
while average cost per day went up 12.8% and total institutional costs increased 7.7%.

Cost Per Day of Care

The rapicly rising costs of institutional care clearly are o concern to states From 1967 to 1987
the costs of state institution care increased dramatically (from $2,965 to $54,516 per resident). Even
in doilars adjusted fcr changes in the Consumer Price Index over this perioc, costs of care in 1987
were over 5 times as great as in 1967. Figure 2 shows the trends in residential care costs in hoth
actual and adjusted dollars ($1=1967) between 1950 and 1987. in terrns cf "real dollar® equivaients,
the annuai cost of care in state institutions for pecple with mental retardation increased from just ovar
$1.00¢ to rearly $16,000 per resident over the 27 year period or a real doilar comgounded growth of
over 11% per person per year.

A number of factors have contributed to the increasing costs of residential care. One {actor
has already been noted: the spreading of fixed institution costs tor administration, maintenance,
housekeeping and 5o forth spread over fewer and fewer people. Another contributing factcr has been
the inureasingly disablad population of parsons served in state-operated facilities. In 1964, 40% of &l
residents of state-operated facilities for people with mental reterdation were classified as having
borderlire, mild, or moderate mental reta.Jdation. By 1977, that prcpertion had decreased to 27%, and
hy 1987, only 17% of all residents were identitied as having borderline, mild, or moderate retardation,
Le., 33% were classiiied as having severs cr profound mental retardation.  Associated with these
changes have been increased intensity and specianzation and, therefore. cost of professional and direct

care statt.
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Cther contributions to increasing costs have come from legislative and judicial efforts to upgrade
the quality of living and of habilitation services. Finally, the ICF-MR program has brought considerably
more demanding and costly program, staffing, and physical plant standards. It has also significantly
cushioned the impact of rapily increasing institution costs for thie states through federal cost sharing,
although since 1982 total ctate institution cost increases have been rcughly proportional to increases
in feaeral costs.

The move away from state institution care appears today '0 be bcth a stable trend and a
larget, irreversible one. The forestalling and toregoing of admissions to ali but individuais with the most
severe impairments, the rapid decrease of nonadults in residence. the rapidly increasing costs of
institutional care, the strong evidence of foregone benefit to residents, reduced demand (ie., the
unwillingness of most parents (¢ accept state institutional placement), and the evolution of the program
principles and service goals among the state MR/DD agencies, as described above, are ali cperating
to further reduce institutiona! popuiations.

Residential Services: Current Status, and Short-Term Trends

The total population in large state-operated mental retardation facilities and units on June 30.
1087 was 95,052. States also reported an additional 2,849 persor's with a primary diagnosis of mental
retardation in state-ocerated institutiors other than mental retardation facilties (almaost exclusively mental
health facilties). Although the total number of persons with mental retardation in state mental
retardation and psychiatric institations is about the same as 50 years ago (93,696), residential services
in generat are obviously very different tocay. While small community-based facilities existed in the 1930s
(Lakin, Bruininks, & Sigtord. 1981), they made up an extremely small part of the avaiiable residerial
placements at that time, In contrast, on June 30, 1987 faciiities of 15 and fewer resicents had a greater
total popuiation of persons with mental retardation than did large state institutions (1 18,570 vs. §7,.901).
Placement Rates for Different Types of Facility

Figure 3 shows the niumber of persons with mental re'ardation in different forms of residential

care per 100.000 of the general population in 1967, 1977 1982, and 1987 {7 state mental refardation
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institutions, for state mental heatth institutions, for smail (1-15 residents) state-operated group homes,
and for small and large (16+ residants) nonstata mental retardation facilities. (Size distinctions are nct
available for private facilities in 1967 and because most peopie were in large tacilities, ail facilities are
shown in the 16 or more rosidents category.) Three significant trends are evident in Figure 3. The first
is the dramatic decrease in the rate of placement into large public institutions (a trend trhat nas aiready
been discussed). The second is the increase in the rate of placerment into small residential faciiities for
persons with mental retardation (a trend to be discussed subsequeritly). The third is the significant
overall decreasa in the rate of residential placement of persons with mental retardation since 1967. With
respect to the third, in 1967, there were 130.3 persons in state institutions and nonstate mertal
retardation faciiities per 103,000 of the general population By 1977 ihe placement rate had decreased
© 119.9, by 1982 to 108.2, and by 1987 to 106.3 per 100,000

The most signdficant factor in this recuction has been the decreased number of children and
youth residing in mental retardation tacilities. Looking only at state and nonstate mental retardation
facilities, data being unavailable on psychiatric faciiities, the number of chiidren and youth (G-21 years)
in mental retardation faciliies decreased trom 91,100 in 1877 © an estimated 48,5C0 in 1386 (Yaylor,
Lakin, & Hill, in press). This represents a decrease in placement rate for children and youth from 42.1
{0 20.1 per 100,000. Conversely, anu impartantly, the placement rate of adults (22 years and cider) in
mental retardation facilities actually increased between 1377 and 1987, from 72.4 per 100,000 in 1977
to 79.3 per 100,000 in 1982 to 85.2 per 100,000 in 1937. These data suggest rather convincingly that
there has been little of the systematic *dumping® of peopie in need of support iNto unsupervised.
ncnlicensed settings to achisve deinstitutionalization goals. Overall the increase in placement of adults
per 100,000 of the general population in mental retardaton facilities raflects an increasing preportion
of adults in the total population, Increased longevity amongy aduits with MR/RC in residential settings,
and perhaps a decreasing number of facilites housing people with MR/RC that are not licensed or

operated by state MR/DD agencies.
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Figure 3
Placements per 100,000 U.S. Population
by Type of Residential Facility
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Recently there has been increased attention on the numbers of persons with MR/RC currently
awaiting community-based residential services. This issue is addressed later in this report. However,
with respect to discussion of residential placement rates, it must be noted that if current demand was
met, the rate of placement of persons with MR/RC would be substantially higher than it IS today.
Unfortunately, currerd statistics on persons awaiting residential services have major limitations and
statistics on persons awaiting residential services in past years are not available, except for state
institutions.

Trends in Size of Facilities

Statistics that permit breakdown of the residential options in the various states Dy size and
state/nonstate faciity operation go back only to 1977. Despite the limited time period ccvered by
available statistics (the ten years between 1977 and 1987), itis evident that there has been a significant
increase in the use of small facilities for people with mental retardation and related conditiors. In 1977
there were 40,424 persons with mertal retardation in small (15 or fewer residents) residential facilities
(16.3% of all residents). A total of 207,356 persons were in large (16 or more residents) facilites. By
1982, there were 63,703 residents in small facilities (26.1% of all residents) and 179,966 persons in large
faciities. By 1987 there were 118,570 residents (46.4% of all state and nonstate facility residents) in
small facilities. A total of 137,133 people were in large facilities. The actual reduction in the number
of residents in large facilties in ten years between 1977 and 1967 was 34%, while the number of
residents in small facilities increased by 193%.

!nterstate Variability

Although national trends are reflected in data on patterns in state residential service uthization,
there is considerable variation among the states. Table 2 provides a summary of the state-by-state and
national distribution of residents of state-licensed, contracted, or operated mental retardaton facilities
on June 30, 1987. Statistics are provided for large and small mental retardation facilities that are
operated by state agencies and by nonstate (private and local government) agencies. These statistics

show major differences among states in ther total number of residents in large and small. state and



nonstate facilities, as well as in percentage of residents in nonstate facilities, percentage of residents
in facilities of 15 and fewer residents, and average number of residents per facility.

Percentage of residents in nonstate facilities. There 1.as been very substantial growth in the
number and proportion of nonstate residential programs for persons with mental retardation in recent
years. This is an obvious and direct result of the nationwide movement from large institutions, where
most prople are in state facilities, to small, community-based settings, the vast majority of which are
private. A related and potentially beneficial outcome of this shift is that today most people are in
faciities that are operated by agencies other than the various state agencies with licensing, cenificatior,
and monitoring responsitility, reducing the potential for confiict of interest. On June 30, 1987, 61% of
the residents in mental retardation facilities in the United States were in nonstate facilities, i.e., facilities
operated by private agencies or, in some cases, by local governments. This compares with about 37%
in 1977 Interstate variations were found to be large, with four states over 80% (Maine, New Hampshire,
Alaska, anc Minnesota) and six states below 35% (Virginia, Mississippi, Arkansas, South Carolina,
Alabarna, and Wyoming). A total of 37 states had more than half their residents in nonstate facilities
on June 30, 1987.

Percentage of residents in small facilities. Accompanying the privatization of residential
services for persons with mental retardation has been a rapid growth in the number of persons in
relatively small facilities. Persons who are moved to private facilities from state facilities tend to go from
larae tacilities to small facilities (nonstate facilities averaged only 4.7 residents on June 30, 1987). As
noted above, only 16.3% of persons in mental retardation facilities resiced in facilities of 15 or fewer
residents on June 30, 1977. Ten years later (June 30, 1987), 46.4% of all residents were in small
facilities. Despite such rapid change, a majority of persons with mental retardation in residential care
were still in large facilities, with enormous variability among the states. On June 30, 19867, eight states
had over 70% of their residents in small facilities (Alaska, Anzona, District of Columbia, 1daho, Michigan.
Montana, New Hainpshire, and Rhode island!. Just over half of all states {26) had reached the point

at which more persons were in small residentiai faciities than were in large ones. On June 30, 1987
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Table 2

State and Nonstate Mental Retardation Facilties and Rasidents, June 30, 1987
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three states had less than 20% of their residents in small facilities (Mississippi, Texas, and Virginia).
But even the states with relatively high proportions of institutionalized populations are moving steadily
toward community-based services. As noted by the Texas respondent in comparing Texas statistics with
national statistics:

The trend line in Texas shows continued growth in the number of persons in
facilities of 15 or fewer residents. If one sums the number of persons served today
[January 19891. In 15-bed-or-less ICF/MR's, persons served by the HCBS waiver, and
persons served in state-funded residences, Texas would have approximately 25% of
their residents in small esidences. The persons residing in residences of more than
15 beds is a decreasing number because of on-going reduction in the state school
population. The ICF/MR program (6 beds-or-less facilities) and the HCBS program will
continue to grow. Therefore, we expect the percentage of persons residing in facilities
of 15 or fewer perscns to continue upward.

Average number of residents per facili. /. Nationwide there has been a dramatic increase in
the number of very smail facilities since 1982, causing a rapid reduction in the average number of
residents per facility. In 1977 there was an average oi 22 persons per state licensed, contracted. or
operated residential facility. By 1987 that average had decreased to 8. Although a limited portion of
that decrease can be accounted for by the inclusion in the 1987 survey of supported living
arrangements (less than 24 hour supervision), these decreases were primarily caused by two factors:
1) rapidly decreasing average population among a relatively stable number of large faciities, and 2) a
rapidly increasing number of small facilities of a relatively stable average size. While the tctal number
of facilities with 16 or more residents increased from 1,730 in 1977 to 2,097 in 1987, their total residents
decreased from 207,363 to 137.133. Figure 4 shows changes in the average size of faciities since
1977. The average size of faciliies with 16 or more residents decreased from 120 in 1677 to 65 10
1987 The average number of residents in small facilities decreased only from 4.3 to 3.7, but the total
number of small faciliies inc.eased from 9,300 to 31,820, as shown in Figure 4. Interstate vanations

in average facility size were large, from over 30 residents in three states (Arkansas. Mississippy. and

Virginia) to Jess than 5 residents in 13 states. While the national average numdoer of residents per

N

taciity wae 7.5 the average of the

_______ a 8! tate averages was 100 Thie differrrce was the resuit of a

tendency for the relatively large residential care systemns 1o have a smalier average number of residents

per 1acinty
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Resident Characteristics

Table 3 presents statistics on selected characteristics ©f persons with mental retardation and
related conditions from the 1987 Mational Medical Expenditure Survev (NMES) These characteristics
are reviewed below by type of facility operation (private for profit, private nonprofit, government all
facilities) and size (15 or fewer residents; 16 or more residents). It must be noted, however, that small
facilities (15 or fewer residents) in the NMES, refiacted the same underidentification obtained in the
Inventory of Long-Term Care Places (ILTCP), which was its sample frame. In addition, the NMES
excluded all facilities of fewer than 3 residents. The effects of these limitations on population estimates
for small facilities is not known.

Resident diagnosis. Data from the NMES show major differences in the degree of impairment
of persons with MR/RC in mental retardation facilities. Differences were greatest among residents of
goveinment facilities and private facilities, with the population cf the former being considerably more
severely impaired (57% being profoundly retarded as compared with 19% of private tfacility -2sidents).
Differences between government and private facilities were noted for both small and large facilities. In
large government facilities 60% of the resident population was estimated to have profound retardation
as compared with about ; 6% of large private facility residents. Among small facilities an estimated 12%
of private facility residents and 26% of public facility residents were profoundly retarded. However,
applying those estimates to siate statistics on the total number of persons in small residential facilities
in the United States would yield an estimated 16,000 persons with profound mental retardation living
in community-based residential facilities in 1987. This represents an increase of an estimated nearly
10,000 persons with profound mental retardaiion in smaller, community-based facilities in just 5 years.
This reflects a clear and growing trend nationwide to increase opportunities for community fiving for all
persons with MR/RC, however severe their impairments may be.

Table 3 also indicates that the vast majorty ($9%) of persons residing in mental retardation
taciities are indicated to have mental retardation. However, for 4% of the estumated population,

‘borderline® retardation. which 1s no longer generally nor technically considered 1o actually reflect mental
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Tabie 3

Selected Characteristics of Residents with Mental Retardation and Related Conditions

in Mental Retardation Facilties by Facility Siza' and Type? In 19873

‘lnc(lny S11e grouptnrgs Desed on maber uf “set wp beds® in faciiity (or its mentsl retsrdatron wit).

énordquun wit. Colums marked 15- res indicats faciiities or mental retardation wits with 15 or fruer “set beds:® 1oe res indicates 10 of mnre “set

wGovernment® facilities are primeryly state operated, tat aiso irnciudes 8 small resmber of conty cperated facilities
iTew was assumed to te & goverrment operafed facittty.
Date are from the uptional medical Expenditure Survey.
"(w‘nms present high biood pressure. hardening of the arteries of heart Cigense; of past stroke or heas/t attleck,

o8

Some factiities mey be larger then the cire of therr mental
up beds.®

frve 600 bed facitity with a migsing "owrrer™

frivate for Protit Privety MorProfit Goverrment Ail Fecilities
15- rec. 16+ rea. Total 15 res. 16+ res. Total 15- res. 16* res. Total 15 res, 164 res. Total
(21,712)  (31,919)  (53,832)  (35,590) (30.237) (65,427) (7,633) (91,51)  (99,174) (&4, 736)  (153,697) (218,433)
Age
0-14 7.2 5.6 6.3 1.2 8.0 4.3 8.9 3. 3.9 4.2 4.8 4.6
151 10.1 9.1 9.5 10.0 17.4 15.4 8.3 V.1 9.7 9.9 11.2 10.8
2239 435 46.6 45.3 39.7 6.4 53.4 40.0 5+.8 5%.7 52.0 51.5 51,4
40-54 20.9 1.3 21.% 21.% 19.5% 20.6 25.3 ir.9 18.5 21.8 18.9 19.8
5564 9.1 10.7 10.0 5.9 T.6 6.7 10.% 6.9 7.2 7.5 1.8 7.7
65+ 9.1 6.7 7.7 1.6 1.1 1.4 7.0 1.0 7.0 4.8 5.8 5.5
Disabilities
mental Retardation indiceted
Rorderiine .38 6.9 T.4 4.0 5.9 4.9 2.6 2.0 2.0 5.2 ¥.7 [
Nild 21.2 20.3 20.7 28.7 26.0 27.5 21.6 6.7 1.9 295.4 13.2 16.8
Woderate 31.4 24.5 27.3 34 .4 25 .1 30.2 7.4 1.4 1.9 3.4 16.7 21.0
tevere 25.6 18.0 2.0 20.2 17.% 12.0 32.7 20.2 211 23.5 19.2 20.5
protoud "o 8.8 2.6 2.3 2.e 1.8 2.5 59.5 9.9 134 46,3 36.7
Totsl 7.4 8.3 98.0 9.8 [ ] 9.2 9.8 .8 99.8 99.1 99.1 99.1
Not MR/Related Corditions
Epiiepsy only 1.7 1.5 1.6 R .8 .5 0.0 .2 2 R4 .6 .6
Cerebral palsy only .7 0.0 .3 6.0 1.0 .5 0.0 0.0 0.0 2 e .2
Autism only .2 0.0 R 0.0 0.9 0.0 0.6 0.0 0.0 A 0.0 0.0
Spina bifids only 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0
Muitipte retated conditions 0.0 :2 A 0.0 0.0 0.0 0.9 0.0 0.0 ¢.0 Q.0 0.0
Totsl 2.6 1.7 F 2 1.8 1.0 0.0 .2 .2 1.0 .8 .8
Activities of Daily Livirg
Dressing
Mo difficuity w/o help 563 0.0 b3 I | 67.7 59.0 &3.7 4T 1 27.3 9.6 62.6 3a.4 £5.6
Uses special equipment/no 0.2 0.0 c.1 0.0 0.2 0.1 u.8 0.0 0.1 0.2 0.0 0.1
oth=r assistance
Receyved assistance or 439 491 6.8 32.3 0.8 36.2 42.1 .7 70.4 .2 61.% 54.3
SuUpEryision
Using the toilet
Wo difficutty w/o help 81.4 0.5 75.0 90.1 75%.9 A3.5 7.8 51.7 53.9 85.0 40 .4 [
Uses specis! equipment/no 2 0.2 0.2 0.3 0.0 0.2 0.8 R 0.2 0.4 0.1 0.2
other sssistance
Received assistance or 16.3 20.2 4.6 B.4 18.% 3.2 12.% 12.2 310.6 1n.s 27.0 22.4
supervision
Did not do et ali 1.9 9.1 6.2 1.2 5.3 31 %] 141 15.4 2 12.5 9.4
Walking scross room
Ko difticulty w/o help 89.3 76.2 1.5 0L .0 82.% r8.7 BY.4 66,0 &7 % 91.2 714 .3
Uses special wquipment/no 1.0 1.2 1.1 0.7 1.8 1.2 1.9 1.2 1.3 9 1.3 1.2
Gther asgistance
Received assistance or 5.7 &5 7.4 3.9 & 4 5.0 8.5 ¥1.3 1" 5.0 e.8 8.4
owrvigion
[d not do st ail “ 0 1a,? 1m0 1.5 9 ? 5.0 [ 2% & /003 29 175 13 2
medical Condirions
“Crirculatory conditions 15 1 3.2 4.0 10.5 86 9.6 12.4 9.6 10,1 12.2 10.3 10,0
Arthritys or ~heumattim £ .- .. ¥ 3.8 &7 P L. LI L7 LI L & h.6
Diaberes 0.9 Y. 2.5 2.2 1.8 2.0 .7 e 1.8 4.0 é.° 2.0
Carxcer 1.4 0.5 1.4 .6 1.1 0.9 1.2 1.6 1.6 1.0 1.3 1.2
Fregquent Constipation 12.2 17.6 15.4 87 129 10.6 2.9 313 30.¢6 4.9 24.8 20,9
Ooesity 1%.0 14.9 4.9 14.5% 12.9 13.7 18 4 11.4 12.0 9.9 12.4 ¥3.2



retardation, has been indicated. Of the less than 1% of individuals in mental retardation facilities who
were indicated not to be mentally retarded the most frequently noted condition was epilepsy, which is
considered a condition related to mental retardatior: for the purposes of eligibiity ‘or the ICF-MR
program, provided adaptive behavior limitations are also present.

Resident activities of daily living. Ability ievels in performing activities of daily living (ADLs) are
summarized in Table 3. They also show very substantial differences between residents of government-
operated and private facilities, with ADL skill levels generally lower among the former. In the area of
dressing about 30% of government facility residents and 27% of large government institutions were
reported to be able to perform the activity with no difficulty and without assistance. The same was said
for 53% of private for profit facility residents and 64% of private nonprofit facility residents. Relatively
ittle ditference was indicated between residents of small and large facilities of private for profit and
private nonprofit operation in this ADL skill. Very substantial differences were found between small
and large government facility residents (57% and 27%, respectively, reported to be able to dress with
no difficulty and withnut assistance).

Similar general patterris were obtained ini the area of toileting. Only an estimated 54% of
government facility residents were independent in toileting as compared with 75% and 83% of private
for profit and privata nonprofit facility residents, respectively. Barely half (52%) of large government
institution residents were reported to have independent toileting skills.

Differences in the abilities of residents of different types of facilities to walk across the room were
less pronounced than in some of the other areas reported. The proportion of government tacility, and
particularly government institution, residents with substantial limitations was considerably greater than
lor residents of other faciities. Abcut two-thirds of government facility residerts were reported to be
able to walk across a room without the aid cof other people or equipment. This was substantially less
than the 82% of private for-protit and 89% of private nonprofit facility residents reported to be completely

independently able to walk across a room. Still 67% of residents of large government instituuuns and



73% of residents of all large facilities were reported to be independent in their ability to cross a room
withcut assistance trom another persor:.

Medical conditions. The National Medical Expenditure Survey indicates few major differences
among residents of various types of facilities in medical condition. Frequent constipation was repored
for a higner proportion of residents in government facilities than private facilities and was parnicularly
high (31%) among government institution residents.

Resident ages. As estimated by the 1987 Nationai Medical Expenditure Survey, (NMES?, the
vast majority of persons with rnental retardation and related conditions in mental retardation facilities are
persons between 22 and 64 years old (78%). Age distrioutions are generally similar for private for profit.
private nonprofit and government facilities. There was, however, a somewhat greater tendency of
residents of private for profit facilities to be older than average and for residents of prvate nonprofit
facilities to be younger than average. No substantial differences were noted in the ages of tne
residential populations of large and small faciiities. The most notable statistic regarding resiclent age
from the NMES was continuation of the dramatic decrease of children in out-of-horne residential care.
When compared with ages of residents with mental retardation obtainect in the CRCS 1977 and 198¢
census studies of ali known public and private residential faciliies, the NMES showed a continuing
decrease in proportion and total of residents who were 14 years and ycunger between 1977, 1982 and
1987 (18.8% and 46,600 chiidren [C-14 years] in 1977, 9.3% and 22,700 children in 1982, and 4.6% and
11,800 children in 1987).

Changes in resident ages. Earlier the dramatic decrease in the number of children and youth
N state institutions from 91,600 in 1965 to 12,000 in 1987 was noted. While by no means as great there
has been a parallel general decrease in the tota!l number of children and youth (birth-21 years) i ali
forms of residential care. Figure 5 shows these trends using data from the 1577 and 1582 University
of Minnesota census surveys of residential facilities and the 1986 Inventory of Leng-Term Care Places.
Minor adjustments were made to the ILTCP staustics because of 1is exclusion of several thousand

specialized foster care settings included in the earher University of Minnesota studies. These e imates
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were based on the total number of such tacilities states reported operating in 1986 and the data on the
ages of residents in those facilities from the 1982 census survey. As can be seen trorn Figure 5,
children and youth in residential facilities for persons with mental retardation decreased from 36.8% of
all residents (about 91,000) in 1977 10 24.5% of ali residents {60,000) in 1982 to 16.4% of all resicents
(48,500) in 1986. This represerts a remarkable societal accomplishment, most directly attnbutable
uncoubtedly to the implementaticn of the Education for All Handicapped Children Act of 1975. Tnis
legislation not only assured educational opportunities to children in their local communities, but also
communicated and reinforced a societal vision of children with handicaps as nautural members of the
communities intc which they were born.

Interstate variations in resident ages. States ciffer substantialiy in the propurtion of therr
residential populations made up of persons in three basic segments of the life cycle. Figure G shows
interstate variations in the proportion of total residents who were children and youth (0-21 yearsj, non-
elderly adults (22-64 years) and elderly acults (65+ years). There is a limitation in the data in Figure
6 that must be pointed out before the findings are presented. These statistics are from facilties on the
ILTCP that were serving primarily persons with mental retardation. In some states many of these
facilities house persons with more than one disability. The ILTCP gathered age data on all residents
of designated 1nental rerardation facilities, inciuding those who were not mentally retarded. This has
a panticularly notable effect on statistics regarding the proportion of elderly residenis from states like
Hawaii, Vermont ard New Hampshire, which have traditions »f board and care faciities serving more
than one group of persons with disabilities, inciuding frail elderly persons. Despite these IIimitations
Figure 6 gives a generally good picture of the different large distributions of residents of facilities serviry
primarily persons with mentai retardation in the various states. In all but 2 states (Alaska and Nevada),
two-thirds or more of facility residents are persons within the productive adult years. Orly eleven slates
had more than 20% of their mental retardation facility populations made up of persons 21 years or
younger. This compared with 36 states in 1982 which had 20% or more of their residental popuiaton

made up of children and youth 21 years or younger. Ten states had 10% o more of the residential
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Figure 6

Age of Residents of Mental Retardation
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population of their mental retardaiion faclities made up of persons whc were 65 years or older.
Completely comparable 1982 statistics do not exist because the earlier University of Minnesota survey
acquired age data only on the residents with mental retardation and not all residents. in 1982, 3 states
(Hawaii, New Jercey, Vermont) had about 11% of their residential population of persons with mental
retardation made up of elderly persons (63+ years).

in summary, the residential population is aging. It is overwhelimingly an adult popuiation. In
most states children and youth make up a smail and decreasing proportion of total residents; elderly

people make up a small, but steadily increasing proportion of all residents.

Projected Changes in Residential Populations and Flacements,
June 30, 1987 te June 30, 1990

Chang ~g Patterns Nationally

The state survey conducted in 1985 asked respondents from ail states and the District of
Zolumbia to project changes in their state's residential care system from June 1987 to June 1960, The
primary limitation of these projections is their variability as tc status in the planning process, with some
representing actual program targets and others more as ‘educated guesses.” A number of states
projected changes within ranges. I thece states the mid-point of the range was used as the 1980
projection.  Figure 7 shiows the summed national projections derived trom the individual siates.

in general, siate projections showed a continuation of the trends described in this report,
althcugh at a slightly slower pace. State institutions were projected 10 experience steadily decreasing
populations from 95,052 on Jurie 30, 1987 (37.2% of all residents) to 83.334 (31.4% of ail residents) on
June 30, 1990. Growth in the number of peopie in small facilities from 1987 to 1990 was projected to
be from a total of 118,570 to 141,027. The 19490 projection includes 135,182 persons in small nonstate
facilities (50.9% of all residents) and 5,845 persons in state-operated small faciities (22% of all
residents).  About 57% of the increase in small facilitizs refiects transferred capacity from state

institutions anc large private facilities (projected to decrease from 42,081 to 40,885) to community
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settings. The iemainder of the projected increase in persons residing in small facilities (43%) would
be the result of the projected 9,60 new placements being added to residential care systems in the
various states durirg the 1987 to 1990 period.

State-by-State Projections, 1987-1980

State projections of changes in their residential care systemns between June 30, 1987 and June
30, 1990 showed considerable interstate variation in deinstitutionalization, facility size, and privatization,
as described below.

Large state facilities. Stable or declining numbers of persons in large state-operated facilities
were projected for the 1987 to 1990 period by all but three of the 51 states surveyec. The states of
Rhode Island, West Virginia, Hawaii and New Hampshire projected the most dram atic decreases in the
number of persons served in large state-operated facilities, with projected decreases of 50% or more.
The number of residents in large state-operated facilities is not expecied to change appreciabiy i six
states. Increases of five percent to eight percent were projected by California and Missouri. Both of
these states cited the anticipated pressure to discharge persons with mental retardation and related
conditions frorn nursing homes under the OBRA-13987 (P.L 100-203) requirements as the key factor.

Smali state facilities. The majority (33) of states expect to continue to operate without smail
state-operated facilities in June 1990. Of the 15 states that currently have small state-cperated facilities,
Massachusetts and Missouri project the greatest increase (ten- anc six-fold inCreases, respectively).
Three states noted plans to begin utilizing small state-operated facilities for the first time between 1987
and 1990. They were Alabama, Kansas, and West Virginia, with plans to serve 60, 180. and 40
residents respectively in such facilities.

Large nonstate facilities. Large nonstate fauiities, include facilities of 16 or more total residents
operated by private non-profit. private ‘or profit, or local government agencies. The latter have 2 imited

rcle in a few states, most notably Onic and lowa. They do serve sutstantial numbers of people in those

g
N
[4+]

o) ol 3w e 34

large nonstate facilities and have no plans tor future development

Most states (39) with large nonstate facilities project stable or dechning numbers of persons in large
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Figure 7
Current and Projected Distribution of
Residents by Facility Size and Operator
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nonstate MR/DD facilities. Two states (Alabama and Rhode Isiand) project elimination ot existing large
nonstate programs over the period. Three states project an increase in the number of persons residing
in large nonstate facilities, with Indiana projecting an increase of 400 residents and Arkansas an
increase of 60 residents In Indiana's case the increase reflects primarily the conversion of existing
Skilled Nursing Facility (SNF) and ICF-certified nursing home ‘beds’ to ICF-MR certified beds.
Arkansas's increase reflecis the development of a single new facility for 60 residents.

Small nonstate facilities. Small nonstate facilities are most typically operated by private non-
profit organizations, and may include so-calied *group homes* and supervised semi-independent living
arrangements as well as more structured or medically oriented small faciiities. Ali but one state
suneyed projected an increas2 in the number of residents of small nonstate facilities. Kentucky
projected no change in small nonstate facility populations (nor in any other category of residential
tacility). States projecting the most significant increases in the use of small nonstate facilities included
Arkansas. Connecticut, llinois, North Carolina, Utah, and West Virginia, each reporting an increase of
50 percent or more.

Factors Affecting Trends and Projections

Several factors have been influential in state decisions to depopulate their large state institutions
and 1o expand the availability of smaller units in the community between 1982 and 1987. In both the
survey of all states and the 10 case studies, state respondents were asked about factors influencing
the trends in residential services noted above. Although states were generally clear that the trends
noted were part of a more universal movement toward community seivices, within €ach state particuiar
factors or events were identified which gave shape or impetus to the state's evolving patterns of
residential care.

External Factors Affecting Trends/Projections

Factors external to state mental relardation/developmental disabilities agencies or to state

gnvernments are a signficant influence on the residential services system i most states. External

factors noted by states as substantially affecting their residertial and relatec services programs nciuced
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court actions. *look behinds' and other program monitoring activities of the Health Care Financing
Administration, availability of the Home and Community-based Services waiver, and the generaily
increased demand for residential services within the st Five of the ten case study states identified
an external factor as the most significant influence on the state's residential service system between
1982 and 1987. Similarly 21 states in the national survey indicated that external factors were among
the most significant factors affecting the state's projections for residential services by June 30, 1950.

Litigation. Litigation, generally leading to consent decrees requiring improvements in the state
institutions, was noted as a significant factor in efforts to depopulate state institutions in a number of
case study states (Connecticut, Florida, Minnesota, and Texas). Lnig:ﬂ'on was considered the most
significant influence in Connecticut, Florida and Texas. A total of 16 states also noted in the state
survey that the effects of litigation were major factors in their projected reductions of state institution
populations. Those 16 states had a median projected decrease of 20% in state institution populations
between 1987 and 1990, more than double the projected depopulation in states not citing litigation as
a key factor. Although consent decrees have tended to focus on institutional conditions, they frequently
include provisions regarring the number of and/or characteristics of clients for whom the institutional
placement is considered appropriate. Such population related provisions have caused considerable
resident movement from the institution to smaller facilities in the community. In other instances states
have been required to improve staffing ratios in the state facilities, which they accomplished by
depopulation as well as oy hiring additional staff,

Federal oversight and requirements. Oversight by the Health Care Financing Administration
(HCFA), in particular the federal 'look behind® reviews, has been seen as a factor in stimulating
depopulation of large state institutions and expanding the availabiiity of community alternatives as parn
of state efforts to improve quality of care. Indiana's agreement with HCFA to reduce the use of nursing

homes for non-elderly individuals with mental retardation and other developmental disabilities not in need
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facilities are seen as the major influence on its residential services program over the past few yeals,
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Among case study states *look behinds® were reported to be particularly significant in Colorado and
QOregon, and were noted as a fac ior of influence in all but one of the ten states (California). Expectedly
states were considerably less likely to associate federal oversight as a major factor in the projected
tuture trends within their residential care systems, atthough 5 states did so.

An issue within the domain of federal requirements that will have great importance to states as
they ook toward 19390 will be requirements to review the placements of Medicaid certified nursing home
residents with mental retardation and related conditions for appropriateness, as required by the Omnibus
Budget Reconcilation Act of 1987 (P.L.160-203). An estimated 30,000 to 40,000 nursing home residents
with mental retardation in Medicaid certified nursing homes seems reascnably reliable (see Part V).
States also express considerable concern about the HCFA standards for *active treatment® required for
persons remaining in nursing homes, as well as those who are residing in ICF-MR certified facilities.
These concerns are discussed in Part lll, *Intermediate Care Facilities for the Mentally Retarded (ICF-
MR): Current Status and Short-Term Trends.*

Increasing demand. Increased demand for residential services, and noninstitutional services
more specifically, has been a major factor affecting saveral states. States responded to the increasing
demand for services in significant ways between June 30, 1982 and June 30, 1987, creating a total of
approximately 12,000 new residential placements; the overwhelming majority of these have been in
faciliies serving 15 or fewer individuals. Between June 30, 1987 and June 30, 1990, states project
adding another 9,800 "beds® 1o their residential care systems. Increased demand for residential services
for people living with their families is reported as a significant factor stimulating recent increases in
community facilities in a number of states (e.g., New York). The net effect of this demand. however. has
varied considerably from state to state. For example, in Mississippi the increased pressure from fam:lies
‘or alternatives to state institutional care is considered the most significant influence in the 40 bed
imcrease in the state's commuriity facilities from 1982 to 1987 (277 to 317 residents), but in reality the
rchange was small. as is the projected change to 1990. In some states (e.q.. Calfornia and Fionda)

ncreased demand 1s reported 10 be exacerbated by general population growth such that significant
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inCreases in residential capacity are barely able or are unable to keep up with demand. The general
issue of meeting unmet demand for services is discussed at greater length later in this report under the
heading, "Major problems in residential services.”

The Medicaid Home and Community-Based Services Waiver. The availability of the Home and
Community-based Services Waiver has been a significant factor in many states. Four of the ten case
study states (Colorado, Connecticut, Minnesota and Oregon) identified the waiver's availability as one
of the significant influences on the state’s recent residential services system development. The waiver
was also identified by 15 states in the state survey as an important factor in their projected future
development of residential services.

Internal Factors

A number of the states emphasized agency or state government related factors as being
particularly imponant to the evolving patterns of residential and related services for persons with mental
retardation and related conditions. Certain of these, notably utilization of the Medicaid Home and
Community-based Services waiver option, reflected “internal® decisions to access external support.

State policy. Althcugh only one of the case study states indicated that the most significant
factor influencing the residential service system 1982-1987 was a factor internal to state government
(a state policy decision), all the case study states described various state actions that were major
influences during thai period. States are demonstrating increasingly proactive efforts to shape, not
merely manage and mcnitor their residential care systems. The impontance of state policy in tne
development of residential services is reflected in 46 states responding that formal agency goals and
plans were among the primary factors affecting the projected changes in their systems between 1987
and 1990. In most of the case study states, specific policies were noted to reduce use of large
institutions and expand use of small community residertial alternatives. State policies in Colorado.

coupled with the broad based consensus on policies and strategies for implementation throughout the

woro ronartod to have bearn th strongest influence on the stata’s raqicdential
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sersice system.  Similar effects of state policies were aiso noted in Calfornia. Connecticut, Flonda,
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Minnesota, Mississippi, and New York. State policy activities that were considered influential on the
various state residential services systems included regulatory actions, fiscal incentives for certain types
of services, decisions to maximize FFP, and service system conceptual and organization modifications.
including development of alternatives to residential facility-based models of service and suppon, and
direct family support services.

Requlatory policies were reported to have been influential in several states, in paricular

restriction on the development ¢f new ICF-MR facilities. Minnesota imposed a total moratorium on ICF-
MR development until 1988 when 150 new community ‘beds* were authorized; Mississippi has been
under an overall moratorium on long-term care facility development. More frequently, however, states
have placed limits on the size of ICF-MR (or other residential facilities) that can be developed, such as
six-bed limits in Connecticut, Fiorida, and Texas. and a five-bed limit in Oregon.

Fiscal incentives for the development of community aiternatives have also been a factor in

several states. Minnesota revised its regulations to remove a cap on rates for certain community
facilities to provide incentives for placement of clients with more severe disabilities. Texas developed
its Prospective Payment Program to stimulate placement of state institution residents in community
settings by providing local mental retardation authorities with additional resources. Local authorities
receive $55.60 per day in state funds per state institution resident returned to their area: the local
agency can use the funds as needed for commurity service development and implementation. But
several states note that generally low reimbursement rates to nonstate providers remains a strong
disincentive 1o the expansion of community residential alternatives in some states. For exampie, the
delays in octaining a rate increase for private providers was a maijor factor in slowing down such
expansion in California; recent (1988) passage of legisiation carrying a rate increase is expected 1o
encourage expansion of private residential facilities.

The decision to maximize FFP has been a significant factor in several states. including ICF-MR

certification of residential services facilities, use of the H: me and Cemmunity-based Services Waiver to

support expanded services development n the community. and the use of cenain other Medicaid



opiional services for people with mental retardation and related conditions.  Aithough expanded FFP is
couriter-balanced in some states (e.g., Indiana and Mississippi among the case study states) by
concerns regarding an expanded obligation for the non-federal match, nearly all states seek to retain
FFP at least at current levels, for example, by avoiding ICF-MR decentification of state institutions, by
concentrating depopulation of state facilities to noncertified units, by balancing decreases in ICF-MR
capacity with increasing Medicaid waiver utilization and other strategies.

Expanded alternatives to the residential facility-based model of services were seen by some

states as affecting residential patterns. Increasingly state service systems include the availability of a
range of options, with the emphasis on meeting the needs of individual ciients. Hcwever, states differ
greatly in the degree to which alternatives to residential facility placements are available. Several of the
case study states discussed efforts t0 develop and expand “client-centered® residential supports, in
which the state defines its role as helping a client find his or her own home in the community and then
bringing needed services to the home of the client. This differs substantially from the traditional
apprcach of bringing the client to residential facilities operated under state auspices. In Colorado, for
example, the state has used its Medicaid waiver to develop the Peisonal Care Alternatives program.
The program's three models have varied staffing to meet individual needs, including host homes, peer
companions, and indeper.dent apatments. in the peer companion and independent apartment models
the individual with a developmental disability lives with a disabied or non-disabled person and receives
the degqree of support services considered necessary for him/her to maintain residence in the
community. The program is being used by individuals with severe as weil as mild and moderate levels
of disability.

Providing family supnorts 1s increasingly emphasized by the states and is seen as an influence

on the residential service system. Family supports include services such as respite care, in-home
servizes, transportation services, medical services, and parent training in ways 0 enhance thewr child's
development. Some states also provide payments (suosidies) 1o families which can be used to defray

the costs of maintaining a person with deveiopmentai disabiities it the home (e (., 10 purchase special
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equipment). Respite care, provided both in the family home by a respite caregiver and out of the home,
is available in most states, at least on a limited basis, including all ten of the case study states.
However, most of the states note that it is insufficient to meet the demand. Respite care was
considered the most significant suppon to families in relation to reducing or delaying demand for
residential services in four of the ten states (California, Florida, Indiana, and Minnesota).

Providing cash subsidies t~ families is a program being experimented with in a growing number
of states. Among the case study states there was a $50,000 pilet project n Connecticut serving 18
tamilies, a $2,000.000 state-funded program in Texas, and a $1,000,000 program serving 410 famiiies
in Minnesota. Florida has developed the Family Placement Program as &n alternative to direct cash
subsidies. The progran includes a contract with a designated *caretaker* (parent, guardian, advocate
or other interested adult) who receives money from the state to be used in accord with the specialized
needs of the individual with developmental disability. Like many family support programs, however, the
number served with existing resources, in this case, 260 individuais, is virtually insignificant in
comparison to the number served in residential care (approximately 8,200 in Florida overall).

With the exception of family supports tunded through the Home and Community-based Services
Waiver and. in a few cases, other optional services under tha Medicaid program, the cverwhelming
majority of family support and alternative services are funded with 100% state and local funds. Despite
the growing interest in family supports among state legislatures and state government agencies, the
competition for state resources appears to be a factor in the relatively srmail expenditure for these
programs, especially when compared to the funding of residential services. Indeed, given the press ‘or
funds to meet basic needs, current goals for residential programs, and a lack of evidence that family
supports and subsidies can be targeted so that actual deferred residential costs are equal to or greater
than family support/subsidy costs, states are likely to be conservative in expanding their family suppon
programs.

Various related programs, not tyneally seen as family support services. were also identifiec as

significant in reducing demand for out-of-home placement, nclucing the availabilvy of pubtlic special
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education and day programs for people living at home {Mississippi and New York). Case management
of individuals living at home was also seen as reducing or delaying demand for residential services by
facilitating access to alternate services (Colorado).

Major Problems in Residential Services

Two overriding and interrelated problems facing state res. fential care systems at the present
time are rapidly increasing expenditures and increasing waiting lists. Each of these is in turn related
10 a number of other significant problems facing states, as illustrated by the case study states.

Increasing expenditures. Financing 1ssues are a major factor affecting the development of
residential services. All ten of the case study statcs noted they had insufficient resources to expand
the residential service system enough to meet demand and/or to develop some of the kinds of
residential services that they would like to make available (e.g., new smali units i the community to
serve medically fragile individuals presently served only in institutional settings).

Reimbursement rates {0 nonstate community residential providers were noted as a significant
problem in the period from 1982-1987 in five of the ten case study states (California, Colorado,
Minnesota, Oregon, and Texas). The most common effect of insufficiant reimbursement funds was a
reducticn in the rate of community facility expansion, as providers felt that the availatble reimbursement
rates lagged behind increased costs (California, Texas). In particular there was a sense that resource
allocations for community services are not keeping pace with the increasing needs of peopie receiving
and/or needing community living opportunities (Colorado. Minnesota, Oregon). In Minnesota providers
were reported to be reluctant to accept clients with more challenging disabilities untl a cap on
reimbursement rates was removed. States also note the translation of inadequate reimbursement to
specific program and personnel problems, notably low wages, which i turn negatively affects the
qualifications and turnover of direct-care staff.

The fiscal consiraints imposed by state budgets nave been assci .-« with some difficuit
choices for state policymakers. In <tates with extensive demand for addition: =sidenual services, the

imits on state resources are perceived to have compelied choices between Quantity and guabty In
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particular the desire to improve quality by reducing average facility size and by increasing the array of
individualized alternatives has beer; compromised by the press to provide more community residential
placements. Some states have faced particularly difficult resource allocation questions because of the
need to upgrade conditions in large state institutions in order to retain ICF-MR certification. Other states
feel they have been reasonably successiul in balancing their interest in expanded FFP with the need
to hold down state expenditures, especially through greater participation in Medicaid options to ICF-
MR (Colorado, New York). In a number of states the state legislature participates actively in line item
decisions about the state budget for residential services, including the actual number of residential care
piacements that will be funded (e.g., Indiana, Minnesota), which sometimes makes long-term planning
difficult. In Minnesota, the response of the Depariment of Human Services most recently has been to
seek and receive legislative approval of a specific long-term proposal for resicential and community
services, including a very substantial reduction of state institution populaticns from about 1.45G in 1288
to about 100 in 1995. The plan, approved in 1989, contains specific numbers for the development of
private and state-operaied group homes and daytime habilitation programs.

Waiting lists. Waiting lists have continued to place pressure on states to expand their supply
of residential services. All but two of the case study states (Calitornia, and Connecticut) have formal
waiting lists for residential services, but even they acknowledge existing need for expanded community
residential placements. Six of the ten case study states report waiting lists of 1,000 persons or more
for residential services and that their lists are growing (Colorado, Floiida, Indiana, Mississippi, New York
and Oregon). Waiting lisis in most states focus on the need for residential services in the community,
either for people currently in institutions or fcr people already residing in the community. These
‘community* waiting lists are also refiected in a recent national estimate of persons waiting for
community iving arrangements produced by the Association for Retarded Citizens (ARC)-United States
(Cavis, 1687). While a number of limitations might be cited in this compilation of "best availavie

arte nrovided by each state affiliate) the ARC estimate that there are about
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60,000 peaple nationwide waiting tor some fcrm of community residential services ciearly indicates that
the serious problems with unmet need in the case study states are by no means unigque to them.

Based on case sti'dy states it appears ciear that the waiting st issue is complex, availabie
statistics do not generally permit separation of persons in the system awaiting improved services (i.e.,
in most states, residents of state institutions waiting for community services), persons in non-MR/DD
long-term care awaiting placement in the MR/DD system (i e, in most states, people 1in nursing homes
awaiting placement in MR/DD settings); and people living with their families awaiting initial entry into a
residential service setting. Based on the case studies, the state surveys and the data reported in Pant
V. each of these groups could contain 20,000 or mcre people nationwide.

Furthermore. the pressures for new long-term care capacity are seen as increasing. States
note increasing numbers of your.g adults completing their schooling who now await services (Oregon.
Minnesota). They also report that a factor of growing significance in the nesd for increased capacity
is the aging of parents who have maintained their developmentally disabled family member at home for
several years and are seekirg residential placement for the first time (Colorado, Florida. New York; A
related factor in many areas of the country is a lack of vocational and habilitation services for adults at
home who have graduated from special education programs, but who alcrig with their families are
without access to developmental services or the ‘respite care’ afforded parents by day programs
{Indiana, Minnesota). In some cases it was noted that families have sought residentiai placement as
the only way of gaining access to adu't services. It is in this coniexi of insufficient funds, long walting
lists for community services and goals and objectives that are shifting away from a facility focus to an
individua! consumer focus in which states make decisions about utilization of the vanous options
availeble in the Medicaid program for providing services to persons with mental retardation and related

conaitions.
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PART lll: INTERMEDIATE CARE FACILIT!IcS FOR THE MENTALLY RETARDED (iCF-MR):
CURRENT STATUS AND SHORT-TERM TRENDS
The intermediate Care Facilities for the Mentally Retarded (ICF-MR) program is an optional
Medicaid service. It is by far the largest scurce of tederal funding for residential services provided to
people with mental retardation and related coviditions. The ICF-MR program is currently used by all
states to finance care in large state institutions. It is also used in virtually ail states, although to varyirg
degrees, to finance residential services in large nonstate faciities and/or in facilities with i5 or fewer
residents.
State use of the ICF-MR program has generalily been characterized by four trends:
. rapid expansion in the number of people in ICFs-MR from 1977-1982 (33%) followeC by very littie
growth frorm 1982-1987 (2.6%), and actual decreases in ICF-MR facility residents in a majority of
states,;

. extensive certification of state institution capacity for ICF-MR participation (93% of residents were
in certified units in June 1987),

. expanded ICF-MR certification of smail, primarily private, residential settings (more than dcubling
residents between 1982 and 1987), but with most (80%) small facility care remaining non-ICF-MR
certified,

. substantial, but decreasing concentration of ICF-MR beneficiaries and expenditures in large public
and private residential facilities {(84% of residents and 86% of expenditures in 1987).

These genersl trends in the ICF-MR program are reflected :n the utilization patterns of a majority of
states. Still there are very significant differences among the various states in their specific use of the
program. This part of the report reviews both national and state-by-state uti:zation of the Cr-MR
program to provide residential services to persons with mental retardation and related condiions. !t
includes an examination of factors affecting state decisions about participating in the program to finance

parts of their residential service systems.

Background

in 1971 Lonaress jonea unaer Tiue Xik, Medicai Assisiance. i tie Social 3ecundy Al (G0,

the Intermediate Care Faciity ((CFy program, which had been established in 1367 under Title XI of SHA,
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and the Skilled Nursing Facility (SNF) ptogram. The latter had been created in 1965 under Tale XiX of
the original legislation establisning the Medicaid program. Both programs were intended to provide
nursing home care to needy individuais. To the legislation combining these programs, Congress also
added authorization for a new optional program under Title XIX, the ICF-MR program, which, would
provide federal financiai participation (FFP) for the “care for the mentally retarded in public institutions,
which have the primary purpose of providing heaith or rehabilitation services and which are classified
as intermediate care facilities® (House Report 12934-3).

Congress responded to a number of problems then evident in authorizing this program,
inciuding: 1) helping states cover the steadily increasing costs of institutional care, growing at annual
real dollar rate of 12% between 1965 and 1970 (Lakin, 1979); 2) creating incentives for states to
maintain minimally adequate residential and habilitative programs in public institutions (Bellman, 1971):
and 3) counteracting the rapidly growing practice of placing persons with mental retardation in private
nursing homes or of certifying public mental retardation institutions as medical institutions (Skilled
Nursing Facilities) in order to obtain FFP in the care of persons with mental retardation (Boggs, Lakin,
& Clauser, 1985; GAO, 1970). Section 1905 of the amended Social Security Act specified that, in
addition to meeting the standards of Intermediate Care Facilties in general, an ICF-MR would:
1) provide nealth and rehabilitation services to persons with mental retardation and related conditions;
2) provide a program of ‘active treatment®; and 3) provide assurances that federai tunding would not
supplant previously allocated staie funding. States responded quickly to this new Medicaid option: by
June 30, 1977, 43 states were participating in the program. with 574 ICF-MHK certified facilities and
107,000 residents in certified units.

Most states were compelied 10 invest substantial funds to improve their institutional programs
wy order to initiate and/or maintain ICF-MR participation. From 1978-1980 about 750 miliion dollars in
state funds were spent on capital projects alone, primanly in response to ICF-MR requirements (Gettings
& Mitcheil, 1980). (rus spencding, and the long-term commitmets 10 iarge cunic iNsutulions 1t 1mphea

at a time ot increasing suppornt for community-pased residental services, caused cnbcs to charge thit
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the ICF-MR program 1) had created direct incentives for states to keep people with mental retardation
in state institutions in order to obtain federal contributions of 50% to 80% of the costs of their care,
2) had diverted funds that could otherwise have been spent to develop more integrated,
community-based programs into ext/emely costly institution renovaticns; and 3) had promoted numerous
inefficiencies (and often enhanced deperdency) by promoting a single uniform meodel of care into which
people were being placed regardiess of the nature and degree of their disabilities or their aoiity to
benefit from less restrictive living arrangemants (Taylor et al., 1981).

Reguiations governing iCF-MR certification, first pubiished in January 1974, were clearly oriented
toward large congregate care facilties. However, recognizing the inefficiencies and/or inappropriateness
of certain of these standards for smalier, community-based facilities, exceptions were permitted to a
number of otherwise applicable standards in the case of facilities with 4 to 15 residents. {Intermediate
care facilities, ICFs or ICFs-MR, must meet the Title XIX standard of having at least 4 "beds."} Despite
the regulatory provisions that recognized and to some extent facilitated the development of small
ICFs-MR. the numbers of such facilities actually developed varied enormously among states. While
states in some federal regions (e.g., Region V) had developed hundreds of small ICFs-MR by 1980,
other regions (e.g., il and X) had none. The variations among states and regions reflected what some
states and national organizations considered to be a failure of the federa! government to delineate clear
and consistent policy guidelines tor certitying small facilities. In response, in 1981, HCFA issueC
‘Interpretive Guidelines for the Application of the 1874 Standards for Institutions for Intermediate Care
Facilities Serving 15 or Fewer Peopie.* These guidelines did not change the existing standards for the
ICF-MR program, but they did demonstrate how the standarcs for ICS-MR certification could be applied
tc programs delivering the ICF-MR level of care in facilities with from 4 to 15 residents. The guidelines
were viewed as important in demonstrating the degree of flexibility available in providing the ICF-MR
level of care in facilties of all sizes. It was anticipated by many that with these clarifications made,
the ICE-MR level of care wouid be more readiy availabie 1o persons in aii sizes of residentiai faciity and

that ICE-MR beneficiaries would more often be able to reside in community semings while stii bemng
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afforded the health, safety, physical plant, and active treatment protections required in the program's
requiations.

in October 1988, new ICF-MR regulations became eftective. These represented substantially
ravised rules for the program participation. The new regulations are generaily seen as more congruent
than the earlier ICF-MR standards with many of the values and gcals expressed by states and noled
in Part 1 of the report. However, any perception of improvement in the standards is not being
accompanied by increased ICF-MR program development. Despite tihe new standards, states are
actually projecting decreased ICF-MR participation for the near future. At the time of our state surveys
and case study interviews, states had not had experience with which to evaluate the practical

implications of the amended standards.

Changing Patterns of ICF-MR Utilization

ICF-MRAR utilization has changed substantially in the past decade. This section 0i the reporn
examines the status and changing patterns of national and state-by-state ICF-MR utilization at three
points in time: June 30, 1977; June 30, 1982; and June 30, 1987
General Participation

The ICF-MR program grew rapidly in the decade following enactment in 1971. By June 30
1977 a total of 43 states were using the Medicaid ICF-MR cptiori. On June 30, 1982 and on June 30,
1987, all states except Arizona and Wyoming were participating. (As of December 31, 1988 bcih
Arizona and Wyoming were panticipating.) Six years after it began the ICF-MRK program was serving
106,917 people (June 30, 1977). The number of residents in iCFs-MR increased another 32% from 1977
to June 30, 1982, when it had a total of 140,682 beneficianes. However, from June 30, 1982 to June
30, 1987, the number of ICF-MR residents increased by only 3.668, or about 2.6%: and in a majornty of
states (26) the number of ICF-MR beneficiaries actually decreased. Whiie a significantly greater
proportion of the ICF-MR beneficiaries in 1967 were living in "small* facilities (ie., 15 or fewer residents)

than in previous years, the ICF-MR program remained overwhelmingly committed tc institutina: care
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In 1987, 83.7% of all ICF-MR resigents were in large facilities (i.e., 16 or more residents) as compared
with 93.1% in 1982 and 98.4% in 1977. In 1987 85.6% of federal reimbursements for ICF-MR care (or
$2.6 billion) went to large facilities (Femp, 1989).

State-Overated ICF-MR Certified Facilities

Despite growth in privately operated ICFs-MR in recent years, in Fiscal Year 1987 the ICF-MR
program remained essentially a state institution program; 63.2% of ICF-MR residents lived in, and 74.5%
of federal reimbursements went to, state facilities (Hemp, 1989); 96.9% of residents in state-operated
ICFs-MR lived in large facilities. Figure 8 shows the distribution of :CF-MR residents in 1977, 1982,
1986, and 1987 among four basic categories of ICF-MR facility: 1) large state-operated facilities, 2) small
state-operated facilities, 5) large nonstate facilities, and 4) smali nonstate facilities. As noted in earlier
parnts of this report, large is defined as 16 and more resicents, small as 15 and fewer. Nonstate facilities
are overwhelmingly private, but include a few local government facilties. Tatle 4 shows the June 30,
1987 statistics on a state-by-state basis.

Large state-operated facilities. There was an overall decrease of about 18,932 residents of
large state ICFs-MR nationwide between June 30, 1982 and June 30, 1987. This reflects the overall
decrease in state institution populations over the period, even though the total proportion of state
institution residents living in ICF-MR certified units increased from 87.5% to 93%. On June 30, 1982
there were 122,570 persons in state-operated institutions, 107,356 of whom were in ICF-MR certified
units. On June 30, 1987 there were 95052 persons in large state-operated facilities, 88,424 of whom
were in ICF-MR certified units. This trend toward lower numbers of persons in large state institutions
coupled with greater proportions of large state institution residents in iCF-MR units was evident in all
but 6 states where the number of people in state-operated ICF-MR certified units increased.

There has been a riotable change from an average icrease of about 3,000 farge state ICF-MR
residents per year between 1977 and 1982 to an average decrease of about 4,000 per year between
13

a2 and 1987. & 1982 gtates were in th
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certficaton for virtually all of the residential units of their institutions. By 1982 the vast majority of
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institution units were already ICF-MR certified and the general depopulation of public institutions began
causing substantial decreases in the number of residents in large state ICFs-MR.

The decreasing populations in state institutions continue to reduce the extent to which the ICF-
MR program remains predominantly a state institution-centered program. Despite these reductions, it
remains concentrated in large state institutions. In June 1987, 61.3% of all ICF-MR residents lived in
large state facilties, down from 76.3% in 1982 and 87.1% in 1977, however, 72.1% of federal ICF-MR
reimbursements still went to stat~ ‘nstitutions in 1987 because of their relatively higher costs. The
average annual Medicaid expendii. - ICF-MR services in state institutions per ICF-MR beneficiary
was about $44,400.

Small state-operated facilities. On June 30, 1987 there were 348 small (4-15 residents) state-
operated, ICF-MR certified group homas operating in the United States. This represented 55.1% of all
632 small state-operated residential faciiities nationwide. Only 2% (2.874) of all ICF-MR residents lived
in these facilities. Although the rate of growth in the number of small state-operated ICF-MR facilities
has been rapid, only 12 states were operating small ICFs-MR as of June 30, 1987, with 210 of the 348
(64.5%) located in New York and 54 (15%) located in Texas.

Nonstate ICF-MR Certified Facilities

Since 1977 there has been a strong trend toward greater “privatization® ot ICF-MR care. In 1977
the 13.312 nonstate facility residents made up only 12,5% of all ICF-MR residents. By 1982. 31.974
nonstate ICF-MR residents made up 22.7% of all ICF-MR residents; and by 1987. 53,052 nonstate ICF-
MR residents constituted 36.8% of all ICF-MR residents. Growth in the number of nonstate ICF-MR
residents since 1977 has been ewvident in both large and small nonstate facilities.

Large nonstate facilities. The number of residents in large nonstate ICFs-MR increased by
20,440 (from 11,958 tc 32,398 persons) between 1977 and 1987. This was more than the increase n
residents of small ICFs-MR. Much of this growth tock place between 1977 and 1982 (an increase of
11,654). During this period many states actively pursued the certitication of existing nonstate institutions.

which accounted for more of the growth thar the development of new faciities. Growth siowed during



Figure 8
Residents of ICF-MR Certified Facilities
by Size and Operator
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the period between 1982 and 1987, with an overall increase of 8,786 residents in large ronstate ICF-
MR. States reported an increase of cnly 453 residents during the period from June 30, 1986 to June
30. 1987. Three states accounted for most (54.6%) of the total increase in large nonstate ICF-MR
residents between 1982 and 1987: Ohio (3.758), Fiorida (1,875), and Oklahoma (1,794). in the case
of Oklahoma this increase represented neither newly established facilities, nor even new Medicaid
funding, but came primarily from the recentification of mental retardation facilities that were previously
operated under ICF-general (nursing homes) centification.

The average number of residents per large nonstate faciiity declined throughout the period
between 1577 and 1987. The national average decreased from 76 to 66 residents between 1977 and
1982, and from 66 to 60 residents between 1982 and 1987. In Fiscal Year 1987, large nonstate ICFs-
MR had an average daily cost per resident ($22,800) that was far below the average of $38,800 for all
ICF-MR resicents. A significant factor in these diifferences is that large nonstate ICFs-MR tend to serve
a population with less severe irnpairments than those served by large public iICFs-MR. (32% of large
nonstate ICF-MR residents were profoundly retarded in 1987 compared with 63% of residents of large
state ICFs-MR in 1987).

Small nonstate facilities. The 2,750 small nonstate ICF-MR certified facilities constituted over
two-thirds (70.3%) of the tatal number of certified facilities as of June 3G, 1987. But only 14.3% of the
tetal ICF-MR residents lived in small norstate faciities. These numbers compare with 25% of {acilities
and 1.3% of residents in 1977, at a time when only 10 states had certified small nonstate ICFs-MR, and
56% of facilities and 6% of residents in 1982, when 35 states had small nonstate ICFs-MR. On June
30, 1987, 39 states had ona or more srall, nonstate ICF-MR certified facilities, with the number rarnging
from 486 (New York) to 1 (Montana. Nevada, and Tennessee).

In 1977 Minnesota, the earliest adopter of the small ICF-MR cption, had 77% of all small
nonstate ICF-MR group homes nationwide (113) and 78% of all residents. By 1982, smail nenstate ICFs-
MR were no longer predominantly a Minnesota program, but there remained a strong tendency toward

concentration in a few states. ©n June 30. 1632, Minnesota and New York togetner harl a majonty
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(51.5%) of all small nonstate ICF-MR residents nationally (28.8% and 22.7% respectively). By June 30,
1987, although they continued to be the maost intense users Jf small nonstate ICFs-MR, their combined
proportion of the natonal total had dropped to 35.7% of the rasidents and 28.4% of the total number
of smail nonstate ICF-MR facilities. The averaje annual cost of care for smali nonstate ICF-MR residents
in Fiscal Year 1987 was about $3:.6G0 or 71% of the average annual cost for all iCF-MR residerts
(Hemp, 1989).

Distribution of ICF-MR Residents

The size of a residential facility has an obvious effect on the likelinood that its residerts will
have a culturally typicai living environment: most people clo not live in large institutions. Studies of
long-term gains in adaptive behavior of persons releasec from large state institutions to small
community-based facilities consistently incicate better cevelopmental outcomes to be associated with
the latter. Although facilities with as many as 15 residents are not particularly small by contemporary
standards, size breaks of 15 or fewer versus 16 or more residents are typically used for classifying
facilities by size because of dichotomous distinctions in the Life Safety Code and ‘n the ICF-MR
standards, ard because of other formai determinations of institutional/noninstitutional iiving (e.g.,
provisions ¢f the federal food stamp program, $.5.1. eligibility), as well as traditional use within the
residential services field. This size break is therefore used in the discussion of the distribution of ICF-
MR residents throughout this repon.

Table 5 reports by state and by facility size the total number of persons with mentai retardation
in all residential facilities for persons with mental retarcation (ICF-MR and non-ICF-MR), the number of
persons in ICFs-MR, and the percentages of all residents residing in ICFs-MR, with no distinction made
between state-operated and nonstate cperated facilities. It shows a total of 118,570 persons in small
residential 1acilities natonwide on June 30. 1987, of whom 23.528 were living in smdll iCFs-MR.
Nationally, 46 4% of all facility residents were in smaill facilties. «n contrast only 16.3% percent of ICF-
MR res:dents were iiving in smali ICFs-MR. A total of 26 states reporied more thar hatt ther (O1al

residents in small faciites on June 30, 1667 but only 4 states reported more than halt their ICF-MR
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Table 5
Number and Percentage of Residents in iCF-MR Certified and Noncertified

Facilities by State and Facility Size on June 30, 1987

iCF-MR Residents ALl Resipents

State 15- 16+ Total 15 -3 Total % in 15-
A_ABAMA 3N 1,308 1,339 529 1,44 1,976 26.77Th 5
ALASKA 24 247 g3 330 7. .85% 13
AR JONA 9 0 0 1,79 “d3 2,219 B8C.94%
ARKANSAS 2 1,661 1,461 455 1,471 ,926 23.62% .
CALIFORNIA 1,510 9,947 171,457 17,8649 11,054 28,903 61.75% 8.
COLORADC 0 1,267 1,207 i,6 1,267 2,946 S7.67% .
CONNECTICUY 3193 970 1,363 2,636 2,384 «, 820 50.5%4 16
DELAWARE 61 383 LYNA 297 583 680 w3, 687% 20
U.C. 375 258 633 731 258 989 73.91% 1
FLORIDA J 3,152 3,152 3,267 4,952 8,196 39.60%
GEORGIA 0 1,949 1,949 1,242 2,227 3,469 35.80%
HAWA! | 3/ 260 297 581 260 7 54.08%
1DANO 124 321 445 973 321 1,294 75, 19% 12
[LLINOIS 738 g, 662 9.400 3,021 10,425 13, bid 22.467% 2
INDIANA 1,984 2,084 4,088 2,523 2,862 5,38 46.84%
1WA 52 1,682 1,734 1,168 2,183 3,35 3u . BEY 4
KANSAS 187 1,974 2,161 1,781 1,974 3705 w7.43% 10
KENTUCKY 0 17199 17199 430 1,199 1,629 26.40%
LOUISTANA 213 &, 636 5,276 1,208 4,634 5, bl 21.36% 69
MA | NE 259 429 688 1,305 568 1,873 6% .67 19
MARYLAND 12 1,452 1,404 2,626 1,53 4,156 £3.144
MASSACHUSETTS 133 3,347 3,698 3,762 3,430 7,192 52.31% 8
M) CHIGAN 1,767 1,658 3,425 5,506 2,333 7,839 7C.246% 32,
MINNESOTA 2,847 3,702 6,549 5.017 377 8,789 57.08% 56.
MISSISSIPP 1,603 1,603 517 2,127 2, lels 12.97% .
M SSOUR! 137 2,011 2,168 2,280 3,61 5,951 3p.31% ¢.
MONTANA 10 254 264 213 254 1167 78.23% 1.
NESRASKA 0 B16 £16 1,349 815 2,168 5¢ 31% .
NEVADA 15 175 190 258 ) ¢33 59.58% 5.
NEW HAMDSHIRE 54 211 2565 913 PRl i7 B1 23% S.
NEW JERSEY 0 3,829 ,82% 3,018 5,378 8,394 35.95% .
NEW MEXICO 133 500 633 02 500 1,402 64 347 14,
NEW YORK 5,096 11,194 17,290 16,063 11,2764 27.317 8E. 7% 38.
NORTH {AROL INA 259 2,968 3,827 1,229 3,265 “, 690 27.37% 2.
NORTH DAKCTA 494 338 892 871 Gi] 7,412 68,775 50,
OK10 1,033 6,458 7,691 “,638 £ BAC U798 36.28% 23
OK LAKOMA 0 2,939 2,939 817 3,014 5,83 21.33% .
OREGON 22 1,34 1,386 1,666 1 L7 3,142 53 2% 1
PENNSYLVAN] il 7,006 7,537 6,656 8,15 e 805 Lb, T 6.
RHQDE 1S, ANL 687 312 9%y ey 372 173 73,404 79.
SOUTE CARCLINA 526 2,610 3,119 +Y 2,610 84" 1z 6l &2,
SOUTH DAKCTA 195 485 680 11076 485  TI5¢T  ed 93N 12.
TENNESSEE ¥ 2,277 2,289 T 686 2,308 5, 79 36T .
TEXAS 1,282 W62 11,903 2,0%  108%  1ZSOB t a0 63
JTAH 30 1,128 ALY 560 1,135 695 33.54% 5.
VERMO 54 196 250 289 196 577 G603 1%,
VIRGINI& &1 3,078 3,169 THa 3,078 rB3Y "%, 2.
WASHINGT M Tl Z¢,a08 ¢, 553 Z, 728 2,823 T Ry 5.
WEST VIRGIM TS 210 & (s B&S 22 e ol 2z,
Wi SCONGIN Wi 3,528 7,568 w150 Z,528 AT S .
wYOMING v ) 0 21 w09 Let T

Loy Tota 2T8R020,822 e, 39 IREPE AR NS A A AR £ Bt BRLTUN Sk a8y




residents in small faciities. States with at least 40% of the' total iCF-MR population in smail facilities
included the District of Columbia {59.2%), indiana (48.8%), Michigan (51.6%), Minnesota (43.5%), North
Dakota (55.4%), Rhnde Island (68.6%), and West Virginia (48.0%). In contrast, cleven states with ICF-
MR programs had no small ICF-MR certfied facilities.

Of ail persons in rential retardation facilities, 5% of June 30, 1987, 56.5% were in facilities with
ICF-MR certificaticr. Among large public and private residentiai facilities in 1987 83.1% of residents
were in ICFs-MR. While statistics continue te show the ICF-MR program to be primarily concentrated
in institutions, they reveal some shift over time to greater total and proportionai use of Title XIX funding
for small facilities. This shift is reflected in Figure 9. For example, in 1977, only 4.3% (1.725) of tha total
40.400 persons in small residential settings were in settings certified for ICF-MR participation. In 1982,
15.2% (9,714) of 63,700 persons in small residential facilities were in facilities with ICF-MR certification.
By 1987, the perceritage of all persons in small resicential facilities who were living in ICF-MR certified
facilities had increased to 19.8% (23,528} of 118,570 total residents.

A number of states entered and/or substantially increased their use of small ICFs-MR betwcen
1982 and 1987. Notable among these were California which increased from 0 to 1,510 small ICF-MR
residents: Indiana, which increased from 337 to 1,984; and New York, which increased from 2,289 to
6.096. In 16 states there were increases of 190 or more persons in small ICFs-MR between June 1982
and June 1987. Nevertheiess, the predominance of just a few states in the relative utilization of the
small ICF-MR option was still notabie in 1887. On Juie 30, 1987 three states had at least two-thirds
of their small facility residents in faciliies with ICF-MR cert/fication (indiana, 78.6%; Louisiana. £3.5%,
Rhode Island. 79.2%). Indeed, excluding these three states only 16.8% of residents in smai facilities
in the remaining 48 states were in ICFs-MR. Sixtzen states had less than 10% of the.r small facility
residential populations in ICF-MR; 11 states had no small ICF-MR certified facilities at al!.

To faciltate comparison of ICF-M® utilization among states of diiferant sizes, it s often usefu
to index such statstics by the general state gapulation. Table 6 provides an inder of states ICF-MR

residents per 100,000 of states” total population as of June 30, 1987 1t parriits mierstate compansons
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cf the utilization of iICF-MR services in small, large, and total residential facilities. Because of the direct
link of Medicaid Home and Community-based (*waiver’) Services to ICF-MR utilization, as discussed in
Part IV of this report, utilization of waiver services is also shown in Table 6. Table 6§ shows that
nationally there has been an overail reduction in ICF-MR utilization; an increase in small ICF-MR use:
and a decre:as2 in the utilizaticn rate in large ICF-MR. The average number of ICF-MR residents per
100,000 of the U.S. population cn June 30, 1987 was 59.3 (down from 60.8 in 1982). This included
9.7 persons per 100,000 in smail ICFs-MR (up hom 4.2 in 1582) and 49.7 persons per 100,000 in large
ICFs-MR (down from 56.€).

Remarkabie variation in ICF-MR wtilization is evident among the states. Minnesota had by tar
the highest utilization rate nationally, with 154.3 ICF-MR residents per 100,000 of the state's population.
North Dakota (132.3/100,000) had greater than twice the national average. A total of 9 states had ICF.
MR utilization rates thatr were more than 150% above the naiional average. In contrast 7 states had less
than 50% of the national rate. Excluding Arizona and Wyoming, which: did not participate in the
program as of June 30, 1987, the lowest utilization rate was 17.1/100,000 {Alaska), followed by Nevada
(19.1/100.0600) and West Virginia (21.2/100,000). The range for utilization of large ICF-MR was from
98.5/100,000 (Louisiana) to 10.8/100.000 (Alaska), again excluding Arizona and Wyoming. States
besides Louisiana with the highest utilization rates for large iCF-MR inciude Minnesota (87.2/100.000),
Oklahoma {89.2/100,000), and Kansas (80.0/100,000). 'n contrast eight states reported rates below
25/100,000 for large ICF-MR utilization. But by far the greatest interstate variability was evident in the
small ICF-MR utilization rates. These rates ranged from more than 50 per 100,000 in the District of
Columibia (60.4), Minnesota (67.1), North Dakota (73.3), and Rhode Island (69.5) to less than 30 per
100,000 in 22 states.

if one includes both ICF-MR and Medicaid waiver utilization, the total national number of
Medicaid beneficiaries for each 100,000 of the U.S. population on June 30. 1987 was 68 7. Inciuding
edicaid waiver service reciprents and simall ICF-MR residents. the proportion of U S, citizens relening
community-based services under Medicaid was 9 per 100,000, as compared wih 497 for ICF RS

tunded -0 utional services,




Figure 9
Number of Residents in Large and Small

-MR Certification

Facilities by ICF
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Characteristics of ICF-MR Residents
Resident Characteristics

Statistics on selected characteristics of persons with mental retardation and related conditions
living in ICF-MR and noncertified residential facilities indicate that ICF-MR certified facilities serve a
substantially different popuiation than the population served in noncertified facilities. Table 7 presents
information which shows that residents of ICFs-MR tend to be somewhat older are more likely to have
profound mental retardation, have fewer skills in activities of daily living (ADL), and have heaith
conditions generally similar to residents of non-ICF-MR certified facilities. The data presented are from
the 1987 National Medical Expenditure Survey. In Table 7, facilities are further distinguished as smail
(15 or fewer *set up beds") or large (16 or more "set up beds®). Totals for all facilities are also provided.

Resident ages. The age distribution of the resident population of ICFs-MR is not dramatically
different than the population of noncertified facilities. Both types of facility are overwhelmingly populated
by adults, with more than two-thirds of their residents in the 22-54 year age group. Only an estimated
13% ot residents of both types of facility were 55 years or older. Differences were found, however, in
the proportion of chidren and youth (0-21 years) in ICFs-MR and other types of residence. An
estimated 13.7% of ICF-MR residents and 18.4% of non-ICF-MR residents were 21 years or younger.
The major factor in the difference was the high represertation of state institutions residents in the ICF-
MR population. As was noted easlier in this report, states have dramatically reduced the number and
proportion of children and youth in state institutions n t! e past several years.

Qver the past decade there have been very significant decreases in the number of children
and youth residing in ICF-MR facilities. As a proportion of total ICF-MR residents the decrease was
substanhally greater than the estimated decrease of 47% n the total number of children and youtn n
all mental retardation facilities between 1977 and 1987. in 1977, 35.6% of ICF-MR reside #s were ages
birth to 21 years  In 1982, 22.6% of ICF-MR residents were 71 years old or younger. In 1887, that

proportion nad decreased 1o an estmated 13.7%. In other words even though the 1CF MR popuiation
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Table 7

Selected Characteristics ¢f Residents with Mertai Retardation and Related Conditions
in ICF-MAR anc Non-ICF-MR Cenifiad Residontial Facilitles by Size' in 19877

JCF-MR Certified Not JCF:-MB Certified ALl Facilities
15- res. 16+ res. Total 15+ res. 16+ res. Totsl 15 res. 16+ res. Total
(21,077 (118,084) (139,141) (43,859) (35,613) (79,472) (64,936) (153,697) (218,433)
Age
0-14 2.0 b4 4.0 5.2 6.1 5.6 4.2 4.8 4.6
15-21 8.6 9.8 9.7 10.4 15.6 12.8 9.9 1.2 10.8
22-39 56.0 5.3 53.4 $1.0 45.5 48.5 52.0 51.5 $1.6
40-54 ¢3.8 18.7 19.5 20.8 19.6 20.3 21.8 18.9 19.8
55-64 8.9 7.5 7.4 7.2 9.0 8.0 7.% 1.8 7.7
65+ 3.5 6.3 $.8 $.4 4.2 4“.8 4.8 5.8 5.5
Disabilities
Mental Retardation Indicated
fBordertine 55 r 4 2.6 6.0 8.5 7 5.2 3.7 4.1
mitd 26.3 9.4 12.0 24.9 26.% 25.6 25.4 13.2 16.8
Hogeraste 27.7 3.4 15.6 3.2 28.3 31.0 31.4 16.7 21.0
Severe 25.4 19.7 20.5 22.6 17.5% 20.3 3.5 19.2 20.%
Profound 1.5 54,3 c8.8 12,1 17.4 “s 13.6 46.3 3.7
Total 904 99.4 9.5 98.8 98.2 98.5 99.1 9.1 99.1
NoU MR/Related Conditions
Epilepsy only .2 4 4 .9 1.2 1.1 .7 N3 N
Cerebral palsy only 3 2 .2 2 .3 .2 2 .2 .2
Autism only £.0 0.0 0.0 A 0.0 c.0 A 6.0 ..0
spina bifida only 0.0 0.0 6.0 0.0 0.0 0.0 .0 0.0 00
Multiple related conditions 0.0 0.0 0.0 0.0 2 Al 0.0 0.0 0.0
Yoral .5 [ 6 1.2 1.7 1.4 7.0 .8 .8
Activities of Daily Living
Dressing
No difficulty w/o help 61.8 11.6 36.2 631 61 3 w2 62.4 38.4 45,8
Uses special equipment/no other 2 00 0.0 .2 2 c.2 0 0.1
assistance
Received assistance or supervizion 38.0 68.4 63.8 3.8 a7 37.7 37.2 41.9 5% .3
uUsing the toilet
Nc difficulty w/o help 84,4 54,2 59.1 85.7 81.2 ny.7 86.0 60 & 681
Uses special equipment/no other .2 A A 4 0.6 .? 0.4 0.4 0.2
assistonce
Received sssistarnce or supervision 12.2 31 e8.2 11.2 15 4 12 1.5 T 22.4
Did not do at atl 1.0 14.6 12.5 2.6 5.% 1.9 1 12.% 9.4
walking pcross room
Wo difficulty w/o help 92.8 s 70.% 0.3 87.7 8.2 91.2 LAY 77.3
Uses SPECIat EqQUIMEnt /no other [ V.o Ve 3 z .2 no M- v 7
assistance
Received 8SSI15Tarce GFf SUPRIVISTON [ 17,4 10.4 5.2 [y ‘.8 5.0 9.4 8.4
Did not do At ald 1.3 20, 7.7 14 7. 5.2 2.9 1Y 13.2
nedicat Lorditiuns
Circul atary L'Elﬂﬂl!”ll\"-} 1.5 WS W07 1k ¥ B Ty 10.¢ iy Wy
Arthritis or rheumatism 4.5 4.3 .1 5.% hiob I 5.1 4. . 4. b
Diabetes 2.1 1.9 1.9 2.0 2.4 2.2 ¢.0 2.0 2.0
Carcer 1.9 1.2 1.3 0.6 1.4 1.0 1.0 1.3 1.7
Frequent constipation 11.7 9.1 26.4 11.% 0.6 M.y 11.% 24.8 20.9
Obesity 10.% 12.4 2.1 17.3 12.4 15.2 15.1 12.4 13.2

‘lnc.tllty size Groupinys based on rwamber of “set up beds® in faciiity (or its sentsl retardation unit). Some facilities say be la-ger than the size of their mentasl

erardation unit. Columns marked 15+ res frdicete facilities or mental retardation units with 15 or fewer "set up beds;™ 16+ res irclicates 16 of mare "set up beds,®
Q re from the National Medical Expenditure Survey.
E lc‘es present high blood pressure, hardening of the srteries or heart dicease; or past stroke of Fesrt sitack.
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as a whole increased by 37,433 total residents (or 26%) between 1977 and 1987, the number of children
and youth decreased by 48% over the same period. Between 1982 and 1987, the total number of
children and youth who were ICF-MR *beneficiaries® decreased by about 12,000 to an estimated 19,775,

Resident diagnosis. ICF-MR residents are on the average considerably more severely impaired
than residerts of noncertified facilities. While an estimatec 49% of the ICF-MR population is repcrted
to have profound mental retardation, the comparable estimates for noncertified facilities was only 14.5%.
Similar differences were evident for residents reportad to have borderline, mild, or moderate mental
retardation. While an estimated 30% of the ICF-MR population was so classified, this was much less
than the estimated 64% of the residents of noncertified facilities so classified.

The 1987 ICF-MR population appears generally comparable to the 1982 ICF-MR population. The
estimated 49% of the 1987 residents with profound retardation is statistically equal to the 50% obtained
in the 1982 census survey. On the other hand, in 1982, 25% of the ICF-MR population was reported
1o be borderiine, mild, or moderately retarded. Despite considerable debate within professional circles
in the past several years about the approprateness of the ICF-MR level of care for most individuals in
these diagnostic categories, by 1987 the proportion of ICF MR residents so classified had increased to
an estimated 30%. A significant factor in this shift was the increasing use of small ICFs-MR which tend
to serve persons with borderline, mild, or moderate mental retardation (57.5%) and the use of the
Medicaid Home and Community-based Services waiver to serve persons with severe and profound
mental retardation who were (or otherwise wouid “ave been) living in ICFs-MR (see Part IV). Relatvely
few of the ICF-MR residents (an estimated .6%) were reported to have epilepsy. cerebral palsy, autism,
or spina bifida without also being indicated as "mentally retarded.”

Resident activities of daily living. As expected from the statistics showing a generaily more
cognitively irnpaired population in ICFs-MR, ICF-MR residents were reported to be considerably more
dependent than non-ICF-MR residents (i.e.. needed assistance of another person or the assisiance of
equipment). Substantial differences were founc in seiected actvites of dary hving (ADLs) which

included dressing (36% and 62¢ tor ICF-MR and non-ICF-MR residents. respectively). 1oenlng {S9%o and
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84%, respectively) and walking across the room (72% and 90%, respectively). The only facility
populations contributing significantly to the differences noted were the large ICF-MR facilities, principally
state institutions. Rather remarkable patterns of similarity were noted in the ADLs of the resident
populations of small ICFs-MR and both small and large noncertified facilities.

Medical conditions. Of the selected medical conditions gathered in the baseline interview of
the Nationa! Medical Expenditure Survey, only one showed variation among residents of differei.t types
of facilities. Residents of large ICFs-MR were substantially more likely to be reported to have trequent
constipaiion than residents of other tacil y types (29% and 11%). Identification of constipation as a
persistent problem in large government iCF-MR facilities is common. The generally accepted reasons
for the high prevalence among this group are factors assumed to be associated with the severity and
comglications of disability, relating to lack of movement and upright mobility, relatively low fluid intake
and diet. It is assumed that chronic constipation is exacerbated by neuromuscular disorders and
abdominai muscle weaknesses in the institutionalized population (Browne & Walsh, 1989;.

Obesity was reported to be somewhat more common among residents of small noncertified
facilities (17% versus 12% for other facilties). Other conditions were repornted to be similarly distributed
among residents of the different types of facility. Diabetes was found to be slightly less frequent among
residents of mental retardation facilities than the general population (2.0% and 2.5% respectively, NCHS,
1986G). Other health conditions appear iess frequent than among the general population, although

clearly comparable statistics were not avaiable tor comparison.

Projections of ICF-MR Utilization
There was a total of 144,350 persons with mental retardation and related cor /i < in ICF-VR
certified facilities as of Jure 30. 1987 In the state survey, state agency respondents were asked to
project residential population changes in ICF MR utlization between June 30, 1987 and June 30, 1950
These projected changes are siownoin Table 8 for large state-operated. small state Op..rated, large

nonstate and small nonstate [CFs MR Tanic 8 also samnarzes the faciors that states Deho e s U



most influential in the projected changes. These inciude increased use of community-based alternatives;
increase of community-based alternatives via use of a Home and Community-based Services (HCBS)
waiver; anticipation of federal Medicaid reform legislation, such as the Chafee Home and Community
Quality Services Act: HCFA standards and program monitoring activities, including compliance with the
new ICF-MR standards, stricter surveys, federal *look behind® activities, and utilization reviews; budget
reductions and constraints; state legislation; institution/facility closures,; waiting lists; and implementation
of P.L. 100-203 (OBRA 1987). General agency planning and policies are not listed in Table 8 because
they are neariv universally indicated as an important factor.

Large state ICFs-MR. Nearly ail states (46) anticipate a stable or declining number of persons
in large state-operated ICFs-MR. States anticipating the most significant decrease in large state-
operated populations inciude Rhode island (-75%), Hawaii (-55%) and New Hampshire (-50%). Eieven
states projected no significant change in the number of persons in large state-gperated ICFs-MR. Three
states expect increases in the number of persons residing in large state-operated ICFs-MR, with West
virginia projecting a 21% increase, Missouri an 8% increase, and Nevada a 5% increase. Both Nevada's
and Missouri's increases reflect projected increases in state institution populations, while West Virginia's
ncrease reflects renewed efforts to certify state institution units. Plans for the certification of 90 new
ICF-MR “beds' in Wyoming and 144 new ICF-MR *beds" in Arizona by the year 1990 represent the first
entry into the !CF-MR program by these two siates. With their participation all 50 states and the District
of Columbia now utilize the ICF-MR program option.

Small state ICFs-MR. Sma. state-operated ICFs-MR are found in less than cne third (13) of
all states. Of these 13 states, four anlicipate an increase in the number of persons in smail state-
operated ICFs-MR, with the most significant increase of 965 percent projected py Massachiusetts
Seven of the 13 states anticipate no significant chang? in the number of persons in small ICFs-MR
Plans to begin utilization of small state-operated iICFs-MR for the firsi time were noted in four States, wiln
1608 new smali State-opsrated 10F-MR beds pifanned tor in Kansag, 93 in Arizona, 80 ui Alahaima and

40 i West Virginda, o aortras o compiete phase out of smaell state eperated iGFS MR s planpea by



Tabie 8

Projected Changes in the Population of ICFs-MR between June 30, 1987 and June 30, 1990 and Associated Factors
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1-15 16+ ] 16+ State Nonstate
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Louisiana and South Carolina. The majority of states (34) neither operated small iCFs-MR in 1987 nor
had plans for future aevelopinent.

Large nonstate ICFs-MFR. Over half of ali states (29) project a stable or declining number of
persons in large nonstate ICFs-MR. The state of Rhode Island anticipates a complete phase out of all
large nonstate ICFs-MR by 1390. A decrease of 20 to 25% is projected in Soutn Carolina, Maine, and
Oregon. Seventeen of the 29 states serving individuals in large nonstate ICFs-MR do not anticipate
a change in the number of persens in these faciliies. Five states project an increase in the number
of persons residing in large nonstate ICFs-MR, with Indiana projecting the greatest increase of 63% by
1990. No large nonstate ICFs-MR exist in 16 states, and no plans for future development of such
facilities are reported by these states.

Small nonstate ICFs-MR. Most states (36) report a stable or increasing number of persons
in small nonstate ICFs-MR from June 30, 1987 to 1920. States anticipating the most dramatic rate of
increase in small nonstate ICF-MR utilization include Hawaii with a projected increase of 354 percent
(29 .~ 132 residents) and lcwa with a projected increase of 181 percent (52 to 146 resicents). Vermont
and Nortn Dakota project a slight decrease in the number of persons in smali nonstate ICFs-MR, while
South Dakota anticipates a compiete phase out of all small nonstate ICFs-MR by 1990, by repiacing
community iCF-MR services with services provided under the Medicaid waivar (giscussed in Part IV of
this repont). As of Jun? 30, 1987 there were rno small nonstite ICFS-MR in 12 of the 51 siates survayed
No plans for ti 'ure development are reported by ten of these 12 states, with many noting the utilization
of Home and .ommunity-Based Services as an alternative to small nonstate iCFs-MR (see Part Vi, Two
of these 12 states project development of new small nenstate ICFs MR, with Atkansas antcizating 300
new residents and Flonda anticipating 53 new residents oy 1990

Overall projections of ICF-MR tilization. It can de sestinaled that by Junie 30, 1360 there
witi he a total of 1406589 persons with mentat refardaiion in {CF MR cemilwed facities, which wouid
represent a 2.3% cecrease trom the 144 350 ICF MR residents on Juiie 30, 1987 Grates project that
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1987); small state-operated ICFs-MR will house approximately 3,633 persons (up 759 or 26.4% from
1987); large nonstate ICFs-MR will house approximately 31,849 persons (down 549 or 1.7% from 1987);
and small nonstate ICFs-MR wili house approximately 26,322 persons by June 30, 1990 (up 5,668 or
27.4% frm 1987). If these projections hold true the trend of increasec utilization of small ICF-MR will
rontinue, with 21.3% of all ICF-MR residents in small facilities by 1990. At the same time the dominance
of the ICF-MR program ir state institutions will cortinue, with 95% of ali state institution residents in ICF-

MR certified units on June 30, 1950.

Factors Related to ICF-MR Ulilization
State Orientation to ICF-MR Use

States differ widely in their current and projected future approach tc utiization of the ICF-MR
program, as is evident in the numerous statistics provided in Tables 5, 6, and 8. Among the ten case
study states, ICF-MR utilization as of June 30, 1967 ranged from 28.3% of all placements in Connecticut
to 87.2% in Mississippi. In both states, however, there is considerable interest in further expanding
utilization of the ICF-MR option. In Connecticut the state has deveioped nearly 36 small ICFs-MR over
the past few years, botn state- and privately-operated. In Mississippi the stata MR/DD agency’s interest
in the ICF-MR expansion has been largely thwarted by the inability to finance Medicaid matching
requirements and by an overall moratorium on expansion of long-term care facility capacity. However,
hoth states have been increasing the proportion of ICF-MR certified capacity within their large state
facilities by placing priority on depopuiation of noncertified units of their state institutions. as was the
tendensy arounc the countty.

Among case study states the ICF-MR program is the major financial resource for resicential
services in Florida, Indiana, Minnesota, New York, Texas, and Mississippi. it is used extansively for both
state and noristate facilities, especiaily n California, Indiana, Minnesota, and WNew York. These four
states collectively had a total of 1,733 nonstate ICFs-MR as of June 30, 1387, serving over 17.020

resigenis: an adzitonal 21,881 rasidents were served in state-ope *ad ICFs-MR. Their comninad total
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numbter of ICF-MR residents represented approxim= .ely 31% of all iICF-MR residents in the United States
as of June 30, 1987.

Across the country states use the ICF-MP. program primarily to finance residential care ir large
tacilities, (i.e., serving 16 or more persons with mental retardation or reicted condttions). In fact on June
30, 1987 only four states (District of Celumbia, Michigan, North Dakota, Rhode Island) had as many
residents in small ICFs-MR (15 or fewer residents) as in iarge. This ccmpared with 26 states which had
miore than half their total residential service population in small facilities (i.e., both ICF-MR centified and
noncertified). However major differences exist ameng states which may share similar ICF-MR utilization
patterns. Among the ten case study states, for example, Colorado, Fiorida, Mississippi, and Oregon
have relatively low utilization of the ICF-MR program in smaller (15 or less) facilities. In Colorade and
Oregon there have been significant efforts to reduce ICF-MR utilization in the belief that it is too
restrictive for large numbers of individuals with menta' retardation and related conditions and that it does
not permit enough flexibility in meeting the unique needs of individual residential care clients. Colorago
has used the Home and Community-based Services waiver option (see Part IV) tc convert all but its
state facilities and nine large private ICF-MR faciiities, which are outside the control of the state MR/DD
agency, to noncenified residential units. The state's totai ICF-MR population drogped approximately
37.5% between June 30. 1982 and June 30, 1987 from arnund 2,000 to 1,247 and is expected to drop
to 1,068 by June 30, 1990. Cregon has experienced no additionai ICF-MR development since 1978,
and has reduced its utilization of the !CF-MR program 25% in the 1982-1987 time period along with its
general depopuiation of state institutions. Whiie most states have reducad ICF.-MR utilization in large
state facilities. relatively few have simulianecusly reduced program use in s:hall nonstats taciites

In contrast, ICF-MR wtilization in Fiorida has focused prmaniy on expanded use of the program
tor jarge prvate facilities, even as large state instiiutions were depopulated or cicsed  As of June 30,
1987, 1,875 residents were served in 41 large private iCFs-MR. an increase of 1,217 over the number
rjarge private tacities as of June 30, 1982, in still another variation, Mississippi's use of the ICF-MR

rogram almost exclusively in large facilities 15 associated primarnily with the exiiomaly omrited numbe
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of community residential tacilities in general; specifically, as of June 30, 1937, 83% of all residential care
clierts were in facilities of 16 persons or more.

Despite the differences arnong states in their utilization of the ICF-MR program, the majority of
case study states expressed concern about the restrictiveness of the program, and the limited number
of persons with mental retardation and related conditions for whom the level of care required under the
ICF-MR standards would represent the most appropriate or beneficial residential alternative. As
indicated above, Ceolorado and Oregon have moved actively to discourags use of the program because
of its perceived restrictiveness. Concerns in Florida have led the state to target use of its new six-bed
ICF-MR program only to individuals who are nonambulatory or otherwise severely developmentally
disabled. In Mississippi and Texas, however, concerns about restrictiveness have been tempered by

the overall lack of services: lack of atternatives in Minnesota has also bezn a factor in mitigating the

has questioned whether substantial numbers of persons receive the ICF-MR level of care when it is
unnacessary and inappropriate to do so. The state’s appioach is still to consider the program
appropriate for individuals across a wide range of mental retardation.
Factors o! Influence on ICF-MR Use

The basic factors influencing recent and projected state utilization of the ICF-MR piogram are
generally the same as those affecting each state’s overall residential care system. Significant internal
factors include the increased support for expanded use of smail, community-based residantial programs.
policies to continue depepulation of large state facilities: and the effort 10 provide more individuaiized
and client-centered residential alernatives. Influences external to state MR/DD agencies affecting iCF-
MR trends and projections include count actions, population growth, oversight activities of the Health
Care Financing Administration, and state legisiative actions affecting reimpursement rates and himitation
of residential facility deveiopment. Interestingly, although these factors are Common among stites.
stales vary substantially i what irphications tor WP -ME wlizahon they perceve as derving trom hem
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l issue. In Indiana, the same issue has been raised by tne Health Care Financing Administration, which
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about the nature and amount of iCF-MR utilization: 1) economic considerations, 2) access to the Home
and Community-baced waiver, 3) federal reform proposals. and 4) state policy actions, as described in
the following section.

Economic ccnsiderations. The basic economic consideration for most states in their utilization
of the ICF-MR program is the availability of federal financial participation (FFP). In many states this is
a major factor in the use of the ICF-MR program for community-based residential care, as well as the
continuing financing of large state facilities. This is obviously a particularly potent consideration for
states, and fear of loss of FFP through decentification of ICF-MR facilities has been a significant tactor
in certain state decisions regarding depopuiation of large state institutions. States with public institution
units which are not ICF-MR certified commonly try to maximize FFP availability by placing priority on the
depopulaticn of the noncertified units. Despite the attractiveness of FFP, however, economic
considerations in some states have focused on the difficulties in financing the state match. Among the
case study states, for example, indiana has been hesitant to increase the use of the ICF-MR program,
as well as other Medicaid onticns, in part because of state budget concerns regarding the match
requirements for what tends to be an expinsive level of care. Mississippi also lacks state dollars for
seivice development, despite the state's very favorable cost match requirement of 20.35% in FY 1988,

Most states have experienced significant cost increases in large public institutions. In some
cases these increases have been highly disproperticnate to cost/reimbursemarnt rate increasas in other
ICF-MR faciiities. Notwithstanding (he higher proportion of residents with severe and muitiple disabilities
and the presurmably higher cost of care for these individuals, concern about these cost increases has
become part of the public debate about the cost-effectiveness of various residentiai alternatives. Factors
notec as frequently associated with large cosy/rate increases in state institutions include the costs of
meeting active treatment and other ICF-MR certification requirements' increases in unit costs as fixed
costs for such items as building maintenance remain relatively constant while the number of residents
declines; and, t0 a iesser extent changing personnel patterns as insttutions become more heavily

oriented toward specialized treatrment.  Wisconsin's Director of the Developmental Disabilities Cttice
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noted that advocates of community alternatives within the state government were fi.ding themselves in
a 'strange alliance® with fiscal conservatives because of the "extraordinary” increases in costs of care
in the ICF-MR certified state institutions.

Some states also have experienced significant incraases in costs and 1eimbursement rates for
small nonstate ICFs-MR. For example, among the case study states costs increased considerably for
individualized community ICF-MR residences for individuals with problem behaviors in Connecticut, f.-
ten-bed community ICFs-MR in New York, and in six-bed nonstate ICFs-MR in Texas.

With respect to the rap‘dly growing private management of residential services, economic
considerations are reflected either in imitations on the development of new capacity or in rate limitations.
Efforts to contain costs through rate restrictions have been a significant factor in some states. Ofien
the effect has been considered negative as providers felt that ICF-MR reimbursement rates lagged
significantly behind actual costs and showed reluctance to enter the market or expand service capacity.
For example, both California and Texas reported substantially less development of small ccmmunity-
based ICF-MR facilities than had been projected and desired as a direct result of delays in chtaining
rate increases for small facility providers. In 1988 the Caiifornia General Assembly responded 10 this
problem with an appropriation of $12 million speciically for reimbursement rate adjustments.

Several states note economic concerns iri relation to complianca with federal residential facility
requirements--in particular the application ot stricter ICF-MR standards and new survey methodologies.
Costs associated with the retention of ICF-MR certification, although justified from the state perspective
ot avoidance of the loss of FFP, have raised fears in many statas that these expenditures will reduce
the resources availabie for the development of additional community-based services. Even before
experience with the new ICF-MR standards a number of states have indicated that state budget
constraints coupled with stricter monitoring and compliance measures under the 1974 ICF-MR standards
had become a factor in the reduced use of the ICF-MR program. For exarnple, Rhode Island, along with
several other states, anticipates a reduction in the use of ICFs-MR cue 10 the rmore stringent

interpretation of lederai requlations as wedl as 1o the availabiity of Home and Community-based waiver



options. lowa repons that state budget constraints have placed limitations on new staff development
which in turn have required lowering of facility census to comply with active treatment requirements.
Among the case study states, indiana reported it has significantly reduced its use of large state ICF-
MR institutions as a result of HCFA oversight activities. Oregon and Colorado reported that responding
to the "look behinds’ of its state institutions has brought about plans of correction containing substantial
depopulation. State budget restrictions in general are influential in limiting the development of small
ICFs-MR in Nevada, New Mexico and Alaska.

Home and Community-Based Services waiver. The availability ot the Medicaid Home and
Community-Based Services waiver has been significarit in providing many states with FFP that can be
used to support residential services alternatives to ICF-MR care (less the cost of room and board), and.
therefore, to directly reduce the proportional utilization of the ICF-MR program. Although not designed
specifically as a residential seivices program, the waiver is used primarily to provide services to people
with mental retardation and related conditions who are in supervised, community residential settings.
In fact, of the 7 case study states with Medicaid waiver programs, all but Texas estimated that at least
two-thirds of waiver recipients were in out-of-home residential care. The availability of the Home and
Community-Based Services waiver was reported to be a direct factor of principal influence !9 ICF-MR
utilization in three of the ten case study states (Colorado, Connecticut and Oregon). The waiver option
Wwas seen as providing states the opportunity for more flexibility and individualized residential services
than the ICF-MR program. It was a factor especially in Colorado and Oregon in the significant reduction
in the use of small community-based ICF-MR facilities. in Minnesota it represented an alternative mode
of long-term care tunding following a legicldtive moratorium on ICF-MR development. Texas anu
California reported that the waiver had had i aiatively little effect to Jdate on ICF-MR utihization. However,
Texas anticipates considerably increased effect on ICF-MR utilization urnider its renewal application. which
requests signifi.antly increased capacity. The remamning state (Florida) reported the waiver 10 Nave had

only a modest eftect on overall ICF-MR use.



In the state survey, ail but 3 states (of 35) wtilizing the waiver option repored that it had assisted
them significantly in promoting deinstitutionalization and/or the development of community-based
services. Seventeen states noted specific direct effects of the Medicaid waiver on ICF-MR utilization,
with 13 indicating that the primary effect was to obviate the need to increase ICF-MR capacity within
the state and 4 states noting that the primary effect was to permit reduction of previously utilized ICF-
MR capacity. Given the substantial importance of the Home and Community-Based Services waiver to
states n the ICF-MR utilization decisions, the aftractiveness of the program to states, and the
significance of waiver program experience to consideration of current legislative proposais to reform
Medicaid services for persons with mental retardation and related conditions, considerably more
attention will be given to the Home and Community-Based Services option in Part IV of this report.

Federal reform proposals. The current Medicaid reform proposals before the 101st Congress
(in the Senate, S. 284: The Medicaid Home and Community Quality Services Act of 1989 and in the
House. H.R. 854: the Medicaid Community and Faciiity Mabilitation Amendments of 1989), and more
importantly their precursors in the 98th, 99th and 100th Congresses, have considerably affected state
decisions regarding amounts and types of services to provide under the ICF-MR option. Those
proposals linked !ong-term availability of Medicaid funding in various ways to movement of institution
residents to community living arrangements. In ali, 25 states in the state survey noted that previous
lzgislative proposals of Senator John Chafee beginning in 1983 have directly entered into poiicy
decisions. The nature of effects has varied. Montana's respondent notes that it has spurred
discussions of policymakers regarding the most likely scenarios for the future and the substantially
decreased role of institutions in those scenarios.  In Oregon the proposals are reported to have
represented pubiic reinforcement of existing interest of the state agency in ‘more flexible/individualized
options.* The primary influence among affected states has been to suppon imits on the size of new
faciiities developed urder the iCF-MR program (generally eight or fewer residents). Interestingly, states
most likely to report no eftect of the reform proposals are thase which had made prior commitments in

nrogram Gevelopment which it within the requirements of the proposed tegisiation.
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Changes in Medicaid policy contained in the Home and Community Quality Services Act were
reported to be supported by 38 of the 51 states surveyed, despite the legislation’s significant limitations
on growth of federal funds for care in large institutions. It is important to note, however, that the state
survey was conducted before the first draft of H.R. 854 was made public, and may therefore be
considerad to reflect previous proposals, in particular those of the 100th Congress. Almost all of the
38 states expressing suppont for these proposals report such reforms to be consistent with their long
range planning and departmental philosophy, in particuiar increased community aevelopment and
institutional depopulation. Of the 13 states that did not indicate support of the Medicaid policy
contained in the Home and Community Quality Services Act, the most frequently expressed concern was
the potential impact con states with large pre-existing institutional systems. For example, New York's
responderit noted that state officials "anticipate adverse side effects of the restrictions on . . . institutional
costs, combined with increased unit costs due to downsizing and closures/consolidation that will impact
on the availability of state funds to support community services.” This concern, coupled with the positive
experience of states with the Home and Community-Based Services waiver, may increase the degree
of state support for the H.R. 854 alternative, which makes no direct effort to reduce institutional services
while continuing to offer expanded FFP for community services. However, because the state survey was
conducted before this Lill was introduced, no responses were obtained on what state preterences
between the two vills might be.

State policy actions. States are rnoving proactively to influence use of the ICF-MR program
over the next few years, primarily through the same general policy activities described above as factors
influencing their enure residential care systemn. In particular states expect that specfic laws and
regulations will expand the use of the ICF-MR program for small facilities, and decrease its use in large
facilities. For example, among the case study states regulatory factors of infiuence include:

« rules limiting all new I2F-MR facilities 10 a maximum of only five or six beds (Connecucut. Flonda.
Minnesota, Texas);

« prohibition against piacemeni of any ciients in {aciities of more than eignt beds uniess "'meaically
indicated® (indiana):

858



. exemption of six-bed ICFs-MR from the state's certificate of need (CON) process (Florida), and

» establishing procedures that permit certain large ICF-MR facilities to *downsize* their programs to
small, community-based ICF-MR units independert of the processes and limitations of establishing
new community-based ICF-MR facilities.

Most states expect to exert considerable controi in future gavelopment of the ICF-MR programs for small

community-basad residential facilities. Pointing out the importance of regulatory control of ICF-MR use,

the Florida MR/DD agency respondent observed that the lack of such control was a significant factor

in the substantial increase in large private ICF 2R facilities in Florida betwecn 1982 and 1987.

In addition to efforts to restrict use of the program to small facilties, a few states have
developed new classes of facilities to meet the needs of specific subgroups within the ICF-MR target
population. For example, California has ~~veloped the ICF-DL-N program for individuals who are
medically fragile. The expansion of this program will be confined to the development of small
community-based facilities. But in some states the ICF-MR program is simply not seen as a desirable
funding source for community services. For example, among the case study States neither Colorado
nor Oregon plan to use the ICF-Mid program for community residences, believing that it does not periit
the kind of individualized and client-focused services that are more responsive to client needs as well
as more cost-effective.

State-specific factors are expected to be a significant inflience on ICF-MR projections in some
states. For example, Indiana's agreement with HCFA on the reduction of inappropriate nursing home
placements will continue to influence the state’s use of the ICF-MR program. This gerweral influence
includes the expansion of the number of individuals in large nonstate ICF-MR facilities associated with
the conversion to ICFs-MR of existing nursing home units occupied by individuals with mental retardation
and related conditions. The three most commonly noted factors of potential impact o the future
utilization of the ICF-MR option among the states were the interpretation of the new ICF-MR reguiations,
the implementation of P.L. 100-203 requiremerits regarding nursing home reviews. and changes in the

state budget which might affect the amount of state money avaiable to leverage federal financial
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Aporopriateness and Quality of ICF-MR Care
The primary respensibilities for quality assurance in state MF/DD residential service systems
generally include the following:
« establishment of quality standarcs;

« initial and periodic facility reviews (most commonly annual), usually in relation to licensure and/or
certification; and

+ review of residents as 10 the appropriateness of the type of residential care placement being utilized.

Far ICFs-MR, the basic quality standards are established by HCFA, as in the recently revised
Conditions of Participation for the 'CF-MR program (effective October 1988). Although individual states
may add or strengthen requirements, (e.g., as part of a separate state MR/DD residentiai care provider
certification program), it is primarily the HCFA standards that are used as the basis for ICF-MR quality
assurance activities, Under agreement with HCFA a state gency, typically the state Medicaid agency,
has responsibility for the initial and annual reviews that deteimine whether or not the facility is certified
1o provide ICF-MR services. Additional oversight of state-operated ICFs-MR is usually proviced in some
way or another through the MR/DD agercy. Overall quality assurance for residential facilities is most
typically the responsibiiity of state MR/DD agencies, often through local or regional MR/DD authorities.
States have generally established standards for nonstate residential care providers who receive state
paymerts for their services, although the review and licensing processes used by states vary as to their
formality and complexity. However, in the absence of a separate MR,/DD facility licensing program that
includes private ICF-MR facilities, a few state MR/DD agencies may have no diect oversight
responsibility for private ICFs-MR. Various local and state social services agencies are also involved in
many states in setting standards and monitoring quaity in foster home, boarding home and other
community placemenis of individuals with mental retardation and other developmental disabiities. This
r of siates.
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Appropriateness of ICF-MR placement. Reviews as to the appropriateness of the level of
care for individuals in ICF-MR placements are generally the responsibility of the state health agency.
Fractices vary as to responsibiiity for level of care reviews of individuais in other taciiities. Increasingly
staies have established systems for locaily-hased case management, frequently including coordination
and oversight of residential and cther services to people in the residential care system. Such oversight
would typically include periodic reassessment of the appropriateness of the placement in reiation to the
individual’'s current program needs.

Mest states generally follow the HC.'A level of care criteria in auth~rizing and reviewing IC*.
MR piacements, without the use of additional state-specific criteria. A notable exception te this tendency
among the case study states is Indiana, which uses an extensive system of adaptive behavior
assessment. The Indiana Scale of Behavicral Development is used for determining which of the 12
levels of ICF-MR and noncert“ied residential care would be appropriate. New York's ICF-MR regulations
also require the use of functional impairment criteria, including the level, severity, and number of
functional impairments, in making ICF-MR placements. Like Indiana, New York has its own system,
based on the Minnesota Developmental Programming System, for determining wnether individuals meet
tnese criteria.

In many states case managers in local MR/DD authorities or regionaliy assigried state case
managers provide individual assessments of clients for whom residential care is requested and provide
a measure of control over admissions to ICF-MR facilities. Follow-up leva! of care assessments
(appropriateness of care reviews required under ICF-MR regulations) are most frequently carrnied out by
state health agency perzonnel, although in sume states these reviews may irclude consultation with the
local case manager. An issue in several states, however (e.q., Colorado and Oregon) is the state
MR/DD agenicy's lack of contro! over the placement of individuals in large private iCFs-MR. A similar
issue in Fiorida v/as recently rescived when the state MR/DD program office assumed responsibility for

level of care determination for placements in large nonstate ICFs-MR.



Limitation of iICF-MR placements only 10 pecple with mental retardaton has also beaen the
practice in several states, in particular states whose primary service agency is focused on mental
retardation rather thar on a combination of mental retardation and other developmenta! disabilities.
Among the case study states, for example, Connecticut, Florida, Mississippi, and Texas lirit ICF-MR
placeinent primarily to people with diagnosed mental retardation. Texas regulatons do permit that a
person with a related condition can be piaced in an iCF-MR, as long as the individual's 1Q does nat
exczed 75. Many other states, as noted earlier, place specific restrictions on admission to large state
iICF-MR certified instituticns, primarily by limiting non-court-ordered admissions only to individuals with
severe disabilities, multiple handicapping conditions, or severely challenging behaviors. or to persons
above a certain age.

Finally, it should be noted tiat there is considerable variation among the states and, in some
states, differences of opinion between the MR/DD and Medicaid prugram agencies, as to the
interpretation of HCFA level of care criteria. Although there has been a general trend toward use of the
ICF-MR program for people with more severely disabling conditions than are fourd in noncertified
residential facilities, some states have continued to serve people with a wide range of ievel of disability
in ICF-MR facilities. Particularly states with early and fairly intensive use of the ICF-MR option for
community-based group homes (2.g., Minnesota, New York and Texas) find themselves today with
substantial numbers of persons with mild and moderate levels of impairment in ICFs-MR. In each of
these states, there is public discussion about the appropriateness cf the {CF-MR level of care for many
oi the current ICF-MR residents with less severe impairments. This debate seems increasingly
stimulated by the perceived need for ICF-MR placements for people with severe disabilities awaiting
placemerit into community-based residential facilities.

Clearly the issue of level of care as perceived by states is more than one o mere comphance
with existing level of care standards. There is a clear tension between the availat ity of FFF for care
in ICF-MR certified facilities and a perception that people with less severe mentai etardatun of related

conditions would benefit from less restrictive and more individualized settings than those required in the
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ICF-MR program. In attempting to move away from the atlractions of F-» to prograns that might ba
seen as More appropriate states face three related challenges, sach involving a nurnber of k2y actors:
1) Jeveloping *more appropriate® and individualized programs for people with less severe irnpairments,
without ICF-MR funding; 2) initating movement of neople with less severe disabilites from ther turrernt
resicence, and replacing 'hose inanviduals with persons with mora severe impairments o, parhaps more
desirably. decertifying existing ICF-MR taci'ties, permitting Current residents to remain. and creating other
community-based ICF-MR units i those who require the level of ci-e: and 3) aitering the
reimbursement, direct care statfing, orofessional consultation, and ecessary cupporns (o assure that
the new program will meet the needs of the new clienteie, ‘e, those with the most severe disahilizies,
The simultaneous accomplishment of these objectives is in most states extremely challenging. Staies
~i"hing to use non-ICF-MR individualized alternatives for people with mentat retardation and related
condiir ns in need of residential services face even graver challenges under current program limitations.

C.rrent issues in quality assurance. Generally, and certainly not surprisingly, state
perspectives on the primary issues affecting quality assurance in residential services focus on the
tensions between cost containment goals and the desire to provide high quality services. Among the
case study states. for example, the issue most frequently noted was the lack of resources to implement
the desired level of quality in a climate of cost containment and frugality. 11 somne states the state
legisiature has resisted rate increases to small private residential care providers, especially in states
where costs appear to be less in the larger private facilities (Califurnia, Texas). Some states also face
difficult choices (with philosophic cmbivaience) between maintenance of basic quality in their large state
institutions and the continued expansion of community-based services, within limits imposed by stat
budget processes. Generally, states simply have not been able to reduce state institution COsts as they
have reduced populations and as community services expansion has required ‘new money." Most of
the case study States note this dilemma as substantially affecting the state’s ability to deliver services

of the quality that is desired.
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ICF-MR survey and certificstion issues were raiser i several stalez  Cornmonly state
resrondents spoke of diftererices in perspective beitw2en MDD agency stalt and repraseniatives of
e stae aguacy responsibie for Medicaid facii'y reviews. Although impiovement was noteg and! the
differeni agencies were said !¢ have more common understanding of the reeds of mdividuals with
mental retardation and rsiated conditions than was ihe case some years ago, problems apparently
remain, especially in states where ICF-MR {aciity reviews are conducted by generic long-term care
faciity surveyors rather than oy MR/DD specalists. Concerns about tha definition of active treatment,
the conlants of an appropriate hrcatment program, and the interpretation ! new HTFA quidolines on
compliance with active treatment requirements were noted. Aithough at the time of the case studies,
states had iittle experience with the new ICF-MR regulations, the active treatment veview procedures
were expected 1o be similar to those used in *look behind® and in recent surveyor training programs.

Thz nature and depth of quality assurance concerns vary by facility type and from state-
to-state. Some case siudy states are primarily concerned about maintaining or upgrading quality in
thel- large state institutions, particularly with respect to meeting active trzatment standards. In other
states the primary concermn was about quality in large nonstate ICFs-MR, especially in states where
these facilities are not ur-iar the oversight of the state MR/DD agency (e.g., Colorado). Still other states
are particularly cuncerned abcut quality in community-based nonstate residential facilties. Texas
recenty (October 1388) implemented a new guality assurance program that will require review and
approval of ail comraunity residential care programs receiving state funds from the state mental
retardation agency, but this program does not include ICFs-MR. Despite concern about the advisability
of having state agerncies as monitors of state-operated programs, some states reported (hat they found
the level of direct control they have over conditions in the large state wistitutions actually makes it easier
to affect quality there than in scaltered and diverse nonstate-operated settings.

As noied in the section on state policy contaxt, mosi states today increasingly equate program

quality with community location. At the same time, they note a number of problems ana issues (hat
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instances of pragrtial contlicr of wreres! in cane rnanagementprod ram ovarsiahl provided by ICow
MH/0D audthorities who are also residersial sLovice providers (Colorado;,

. observed needs tor new siate reguiztons that ar2 more appeopnate 1or newy typas G small faliite
aspecially nose for perscns weh spectic nas/degrees of impairmert (e.g. the ICF.DD-N
designated smalt iICF-MB ‘acitizs serving individiais in need ~* ws.ag tare in Calitornia),

. instances of lack of integration of siate’s davelepmental disabilities protection and advocacy systems
and statutes iito the system of sarctions against residertial carg providers who do not maintair
Guality stansards (Connecticut;:

. an overall shortage of rasidantal placements which limits the opportunity to meve rasitdents trom
facilities which are not wholly appropnate or 1o reduce capacity in facilities which .o net represent
the desired mocdels or guaity of resigential care, including large private insututions (F orida,
Minnesotay),

. observed need to include personnel rec/uitment, professional developrent, and retention as parn
of quality assurance in order to maintain quaiified and experienced professicna: and para; - f2ss10n3l
staff in an era of low unemgioyient, high competition for health care protessionals and service
industry personnal, and relatively low funding (wages) in community services agerncies {Indiana.
Minnesota);

. need 1o reduce the extent to which the survey process and other licensing/regulating activities
interrupts the program and flow of daily fife in tacilities, particularly in small faciliies in which care,
training and administration functions tend to be caimed cut by the same individuals {e.g., expanded
use of variable length certification--up t0 3 years as used by New York for high auality programs).

. need to reduce strict "paper compliance’ and overall paper demand with personrel and suivey
approaches that not only assure adherence tc the law, but which permit greater amounts of
obse; /ation, evaluation, arid consultation related 1o program quality and outcomes as part of the
curvey process (New York), and

. noed to increase a sense of collegiaiity ang shared purpose among regulaters and providers
including efforts 1o imorove understanding among pioviders of the purpose of surveys, the specitic
expectations and the observations made by surveyors and how these relate to regulatory
requirements and program quality (Minneota, New York).

HCFA *Loo¥ Behinds®. The Omnibus Budget and Reconcihiation Act of 1881 (PL. 9735
included a provision giving the Health Care and Financing Admiristration authority for aaditiona!
oversight of state Medicaid surve, and certification activiies, including those focusec on the 1CF-MA

program.  HOFA used its authonty 1o “ieok enind state qualty assurance programs 10 coriitl

additional reviews. carried out by federal agency persornel, that could be used 1o montor the
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ghactiveress of the stata survey and centification programs in maintaining auality as cefined by Medicaid
standards. Reuvely iew .« benind reviews were conducted until the mi-1980s, when W(CFA
responded to repeated reporis of poor quality in ICFs-MU3, in canticular inooe state instituticns, with the
ook banind inttiative.  Federal survaeyors conductan reviews i muost large ICF-MR cedifing state
institutions in .he naticn, as well as many ronstate tacilitisg, dboth large and smal. in genaral, howeve .
‘he o0k benind reviews concerntrated on the lrger of the facittics with 16 o more bads.

The 0ok behind reviews in mus! states fcund numerous examples of facilit. s taning *7 meat iCF-
M™ standards inciuding several facaitios with aeficienias of sufficient saventy (nat they were ifvaatéenec
with gecertification as ‘CF-MR facilities and termination from: the Medicad program. Typically tha threat
of termunation came afier resurveys indicated a failure o maice improvements (corrections  of
dgeticiencies) required to retain confizatic s Look behind surveys in many faciities, Lot outhc end
private, werg aisc reported Loy the states (o have 0 :come more stringent by the mid-1930s than most
previous survays (.e. these conducted by stale survey @nd cenfication agencies) had ba:n, i pan
necause ol the emphasis on evidence that active treatmerit was being orovided to all ICF-h' 1 residents.
Some taciiities, primarily oider state institutions, aiso were cited for numerous deficiencies related to the
rhysical nlant.  Many corrections required iower ratics of residents to staff, especially among ihe
nroiessional staff whose availabiiity is considered irtegral to the concept of active trzatment as gefiner
i the requiations. Many stares were forced to increase staffing tevels and/or to reduce the populaion
of 1arge state facilities in order to maintain ICF-MR certification, although the time constraints imposed
duriig the 100k behing process made o Sifficult to use the cepopulation strategy in many cases,

Among the case study s'aies only Calvornia repanted that recent lpok behind actvity hao not
had a <'gniticant impact on residental services within the state. But the reason given by Caifornia's
respondents for the lack of recent impact was. *principally because actual or threatened decertihication
among Cailifermia nstituticns 10 years age led to substantially increased staffing and . 2.y assurz.ice
efforts that upgraded the cublo nstitutons.t All the remaining states had two or miore large ICFs-MR

ia mix of state and ronstate) threatened with decentitication; in three siates a faciity s failure 10 comply
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with #e plan of coreotion n relate 10 sencus Jdeficencies of henih and safety resuthied 1y acwdl
decentication, o almost @i cases e faciites threatenad or actually teqricated o the ICF-MR
DIGCgram wer arge.

Stale Hesecives on e 00K Lehing roviews worg vaned, At ough 1 0 as descaberr o 3
difiicult experience. 3 number of caze gtudy state respondents saw i in 2 posive ignt. Sume fou w3
tha orocess SRl in Improving program - Jalty, I stimulating improvemenis in ine Guakty a ance
nrocess foelf, and it helping 1o clafy the rancnale for the state s preference for como unity -based
rasigenial cervices in small taciiies, Most states viowed i as 2 necessary affor @ the aiorest of 108
MR prugram quaiity. in @ few of (e case study stales, howevar, the Trovess wal £8en ag having B
lorgely necative eftect.  The criticisms in these stargs cenmtared on the ostinesz ©F the raquied
correciions and the quality and reliabiety of the review process itself,

To some evtent cost conuems were shared by some of the states who viewed the ook bahinds
more positively,  Cne lasting impact ¢f the fecaral reviews in some states is the recuced amount of
funding available foc the expansion of comimunity-hased services because of increased siaffing levels
and capital improvements in iarge state ICFs-MR. Although some states have anempted 16 depopuisie
faciities in order to meet statiing retio targets. imnplementation has not generally been sufficient 10 maet
timelines for correction of deficiencies. A related concern in seme statas is the inhurent difficulty of
reeting ICF-MR active treatment requirements in large institutiors in generai.

The new ICF-MR reguiations. Soma states apparertly are not partculerdy concerned that

L]

impiementation of the new federai ICF-MR conaitions of participztion will present significant pic e
Amongy tie case study siates, for example, Califcrria and Mississippi do not expect major difficulties in
compliance for their ICF-MF faciities that are alrerdy meeting active traatment reguirements. |n generai,
states even seem to judge the new iegulatons to be more congruent with the current goais for
residential services than the pravious sterdards. However, despite a tendency to see al least the inlent
of the new reguiations in pos:tive tenms, there sppears to be considerabia concern M Most siates that

rapiernentation may present maior cnallenges 1o e utiizastion of the ICF-MR pregram. Two of the
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CAsSe StuGy srates ervoressad fears that e majonty of their ICF-MR faciites would be threstened with
deeetiiention. Bt most stawes arg waiting for addiienal clarifics ion of requirements and for experience
with thenr applicaten by state surveynr. before projecting wirat portion of th ICF-MR farilities could
potentialy oo threstcne with ‘oes o OF-MA certficstion. In most 5taws the hajor focus of uncenainly
ang concern s the regquirement {or active Gtealent, inclu : ng tha following areas:

- assaszment of nompdianes and interpretation of spaciiic requiremends.

o Tenmies in mesting stiandards, espedially i large {aciiies;
+  specihc apphcaton ¢f ar e tremment 0 relanon (0 other standzrds, ¢ Q. & systematic program

that promaotes m&::' gl Jans an clignt ngots aress such as control ever one's financial resources:
+  Critenia that will be armied 1o dueminsiraing hat aoive readment as been providedt and

< regulatons that ncl only ieave much of the evaiuahon of active treaiment 1o the ndivicual judgment
of sLveyors, but even encourage 8 Tjudgmental arpenanh.”

AUGHIONA! CONCRNS raisent By One OF HIcrd oas - Sudhy, Sates nLwsen.

«  peteitial excluson rom ICF-MIT services of garerally ndependest O sembindependsnt chenis who
are abie to unonen with Bitle sepuivismn O i e &hsence Of G LOoNLUoUs active treatinsn
program;

« the possibidiy that many curreny 1O5-ME residons will be founk 10 ba curnontly o eveniually /dis
1o gffeciive active trzatment) o “p”mp.’:azw praced, and may oo forced out of ther comintv-
hased home,

« ssyes rewated ta iniormed consent requirermentt and guardiansren: and

« the possidie (Aand very costly) need o ncrezse state facility personnel

Overail, the states asre awaiting additiona! ciarification on spec ne atpats Sf e reguirsments

YWinle siates reported themselves 19 be snmewhat aporehansve 2bout the "detais" of the sianaasrds,
r

however, there were no majcr writicisms of the general intent.
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PART V: MEDICAID HOME AND COMMUNITY-BASED SERVICES

On August 13, 1981, Section 2176 of the Omnibus Reconciliation Act of 1381 (P.L 97-35)
2stablished Medicaid Home and Community-based Services waivers. Final *waiver* regutations were
published in March 1485 Under Section 2176. the Secretary of Health and Human Services was
granted the authority to waive certain existing Medicaid requirements and allow states to finance certain
‘non-institutional® long-term car9 services for Medicaid-eig.ble individuals. The purpose of the *waiver
is to provide FFP for home and community-based services to persons who were aged, blind, or disabled
or who had mental retardation or related ccnditions, if those individuals would remain in or be at
considerable risk of being placed in a Medicaid-certified nursing home or ICF-MR in the absence of the
atternative services States are required to demonstrate cost-neutrality in their substitution of home and
community-based services for institutional services for the *waiver population.” In other words, Medicaid
costs under the waiver may not exceed projected savings :n Medicaid long-terr care tacility costs made
possible by providing alt2rnative services.

The non-institutio Yal services that can be provided under the waiver include: case rnanagement,
homemaker servicez, icme health aid services, personal care services, aduft day health services,
habilitation services, respite care, cr any other service that the state can show will lead to decreased
costs tor Medicaid reimbursed services. Although the waiver may not be used t2 pay for room and
board, virtually all states that use the waiver for persons with deveiopmentai disabilines provige soms
form of residential service under the categuries of personal care. habilitation, and homemaxer services
12 people in supervised residential settings, Given Lot 1s Hexibility and its potestial for pramoting the
goal of community-based care and habilitation, the waiver has generally been recognized as Naving
great potential :n assisting states in tne provision of community-tased semaces as an option 1o
nstitutional care.

The overriding fiscal principle in providing waiwer sanvices is that a state ras 10 demonstrate
in te waiver application that if it uses the waiver (o provide non-insttutional, community-based senvices,

the toral amount of stale Modicawd expendiures vl not exceed what weuld have been i1s total



expenditures in the absence of the waiver fie., the demonstraton of cost-neutrality). States have used
two main arguments in their waiver applications to demonstrate the required cost-neutrality:  a) that
existing beds wiil be closed (people will be deinstitutionalized) as a result of the waiver or b) that new
beds will not be develuped because 1) planned increases in ICF-MR beds will be reduced or giminated
with the waiver, or 2) projected increases in the number of persons needing ICF-MR services will be
reduced by diverting such persons from Medicaid beds through walver services. Most states have
pursued the first argument, and have used waivers targeted to people with mental retardation and
othar davelopmental dgisavilities to reduce state institutional capacity or actually to close institutions.
Proposed deinstitutionalizatior: is a major aspect of most states’ MR/DD waiver applications. In contrast,
most waivers for elderly persons have been for services diverting currently non-institutionalized pecple
from admission tc nursing homes.

in additicn to the 'regular Medicaid waiver, there is a special category of waiver authonzed
under Section 2176 calied a *'mode!” waiver. As with the HCBS waiver, the model waiver ig designed
10 provide FFP 1o support home and community-base4d services for people who would otherwise require
Medicaid funded institutional care, inciuding hospitalization. The model waiver authonty was intended
to address specilic circumstances faced by individuals or small groups with respect to general eligibility
or specitic services, such as neople with 2 particular disability in a specific geographic area, or witn
some other specific need of cucumstance. Model waivers were oniginally limned to no rmore than 50
beneficiares. with the maximum number extended 10 200 in 1987. The model waiver appicaticn permins
siates 1o target @ small number of Individuals without demorstrating system-wige mgpacts on Medicaid
expendituras of the alternative setvices  itis used prirnarily (o support services to children with severe
disabilities and chronic health conditions, thus extending Medicaid elibility to chidren hving at home
who would otherwise have been eligible arly whil2 institutionatized, 1.e., when their parenis’ income wos

not *deemec’ availabie for their suppor.
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Status of State MR/DD Medicaid Waiver Programs

Interest in the Home and Community-Based Seivices (HCBS) waiver has increased across the
country, with 40 states either having an MR/OD waiver program, having had one at one time, or
currently in the apphication process. Table 9 summarizes the current status of Medicaid waiver
programs. Notable among the trends is the growing number of states seeking authority to offer hcme
and community-based services, including seven states which obtained new ‘regular® waiver services
authotization between June 30, 1987 and January 1, 1989. (One of these states, Michigan, already had
a very small *model' waiver.) Also notable was the steady growth in beneficiaries among states with
active waiver programs. Although the total beneficiaries nationwide increased only 2,438 persons (12%)
from June 30, 1985 to June 30, 1987, 30 of the 35 states with regular or model waivers on June 30,
1987 reported increased numbers of beneficiaries since June 30, 1985. The primary reason for the
relatively small total increase in pereficianes nationally betwzen 1985 and 1987 given the tendency of
most states to show increases was the decrease of 4,348 beneficiaries in Florida. Excluding Florida
from 1985 and 1987 totals, Medicaic waiver beneficiaries increased from 17,625 on June 30, 1985 to
20,252 on June 30, 1987. Statistics for 1988 (NASMRPD, 1989) indicate even more rapid growth to a
total of 26,815 individuals for @il of FY 1988. Including Florida total waiver recipients for FY 1988 are
reportec 10 be 29,446,

Naticnwide, between 1982 and 1988 state Medicaid waiver programs accounted for virtually all
of the approximately 22% growth in beneficiaries of Medicaid long-term care services for persons with
MR/RC. Among Medicaid funded alternatives for community-based services between 1982 and 1988
rotal waiver service recipients increased by about 28,000, while small ICF-MR residents increased by
about 18,000. This statistic suggests a genera! preference among states for serving individuals from
an array of home and community-based services rather than facility-based (ICF-MR) services.

Cost has clearly been an important factor in the growing popularity of Home and Community-
Based Services. Cost statistics are shown in the far right coiumn of Table 9. The average Fiscal Year

1687 expenditure per benehciary on June 30. 1987 was $12.900. This comparc . very favorably with
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an average cost of nearly $39,000 per ICF-MR resident for Fiscal Year 1987 even when taking into
account SS| benefits typically used to pay the room and board costs of Home and Community-Based
Services recipients. Among the ten case study states, all but one (New Ycork) *: ether currently
participating in the waiver program (California, Colorado, Connecticut, Florida, Minnescta, Oregon, and
Texas) or planning to apply (Indiana and Mississipr”  Ali of the currently participating states have either
just renewed their waiver or are in the process cf doing s0; none plans ic discontinue its use of the
waiver.

Table 9 also shows state utilization of the services most commonly autherized for persons with
mental retardation and related conditions. States universally offered habilitation services as part of thei~
waiver, including day habilitation programs. residential-facility based training, behavioral intervention
services, and early intervention services (3 states requested authorization for services which were clearly
habilitative in nature under categories cther than *habilitation”). Respite care was a.ithorized for 83%
of states with waiver services programs. Case management and personal care, including direct care
in residential settings, were authorized for 80% of states requesting waivers. Transportation was
approved for a third of applicants.

Most of the case study states are providing home and community-based services to peopie
with relatively severe developmental disabiiities in out-of-home supervised residential settings, similar
10 waiver utilization across the nation. The waiver is seen as a significant componrent of the state's
residential care system in eacn of the case study states with an approved program. It has been a
major factor of influence in Colorado, Connecticut, and Oregon. Colorado, for example, credits the
waiver with pertnitting the state to continue its expansion of community services at a time cf severe
state budget constraint.  Although Minnesota’'s growth in community-based residential services was
somewhat slower than anticipated due to delays in the response of local (county) MR/DD authorities to
use the waiver, by mid-1988 the Medicaid waiver represented Minnesota’'s second largest category of
service for supporting the daily living of persons with mental retardation and related conditicns. It has

surpassed the use of state institutions and is second only to provision of services in private ICFs-MR,
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Table 9

Maedicaid Waiver Utilization for Persons with Mental Retardation/Developmental Disabilities

e L b T e e e e e R L e e e T - e e L e e e - e

Type of Waiver New Change Services Authorized in State Waiver Prograos FY 1987
(6/30/87) Persons Reg. 6730705 LR R LR R R R LR R EEEE AR R Expenaii tures
------------------- Served After to Case Man- Habili- Personal Respite Transpor- FY 1987 gg:: 6/30/87
State Regular HModel Only  6/3071987 6/30/87 6/30/87 agoment tation Care 1 Care tation Other Expendi ture weticiary
ALABAMA X 1,570 89 X $6,422,136 $4, 00
ALASKA 0 0
AR ZONA 0 0 0
ARKANSAS 0 X X X X X X X 0 0
CALTFORMIA X 3,027 -47 X X X X X X $42,499,490 $14,040
COLORADO X 1,389 220 X X X X X $18,015,808 $12,970
CONNECTICUT 0 X X X X 0 0
D.C. 0 $851,320 $10,510
DELAWARE X a1 X X X X X 0
FLORIDA X 2,631 4,348 X X X X X X $11,636,198 $4,423
GEORGIA 0 X X X X X
HAMATLT X 56 24 X X X X X $561,453 39,669
IDAHO X 55 12 X 0 0
ILLINOIS X 664 167 X X X $11,732,072 $17,66%
IND 1 ANA 0 0 0
1OWA X 4 4 X X X X 0 0
KANSAS X 135 35 X X X X X 0 0
KENTUCK( X 609 120 X X X X X $12,011,692 $19,724
LOUISTANA 0 0 0
MAINE X 490 88 X X X X X 6,545,325 316,363
ARYLAND X 685 306 h X X X X 325,265,368 336,
MASSACHUSETTS X 593 154 X X X X X X $3,819,886 36,442
MICHIGAN X 3 X X $79,817 326,606
MINNESOTA X 1,623 1,181 X X % X X $13,382,535 $9,404
MISSISSIPPI 0 0
MISSQURI 0 X X X X X X 0
MONTANA X 210 24 X % X X X X $4,131,497 $19,674
NEBRASKA 0 X X X 0
NEVADA X 134 -25 X X X $1,541,640 $11,951
NEW HAMPSHIRE X 541 13 X X X $13,129,066 $24,268
NEW JERSEY X 2,596 733 X X X X $27,220,654 $10,486
NEW MEXICO X 220 Al X X X X X $1,043,690 $4, 744
NEW YORK 0 0 0
NORYH CAROL INA X 3128 215 X X X X X $3,129,625 $9,54
NORTH DAKOTA X 724 325 X X X X 36,543,006 39,03
OHlO X 100 100 X X X X X X $660,971 £6,610
OK L AHCMA X 70 702 X X X $516,313 $7,376
ORE GON X 832 400 X X X X X $8,782,610 $10,556
PENNSYL VANIA X 1,203 1,093 X X X X X $35,639,570 $29,626
RHODE SLAND ¥ 136 : X X X X X $5,626,97% $1,375
SOUTH CAROL INA 0 0 0
SOUTH DAKOTA X 596 142 X X X X X X 36,380,740 $10, 706
TENNESSEE X 213 213 X X X X $1,824.9 18,568
TEXAS X 70 52 X X X X X $1,750,024 $25,000
UTAH 0 X 0 0
VERMONT ¥ 104 44 X X ¥ X 34,785,590 $264,617
VIRGINIA N N 5 3
WASHINGTON X Blb -39 ¥ Y X X X $13,503,374 $15, 241
WEST VIRGINIA X 174 124, X X X X X 48637024 36,960
WISCINS TN X 1640 125 X X X X $3,424 404 318,023
WYOMING 0 0 0
s, Tutel 1% 5 A ! Z2,L38 32 L0 L ¥4 53 i3 25 3793 783,920 312,948
(805 (1066%) (Birs) (85%) (3%%) (63%)
Vo b buase, yererol direel cate e vices i Testdent tal setting:.
Foatreas andd Qregon otficralys were onty able 1o Cutimate watve cetpients on 6/ 30/8% due to Mat b catleqorical ™ services.




Summary of Case Study States

The seven case study states with active waivers vary to some extent as to number of clients
served, comparison between number served and number approved, target population characteristics,
and the effects of the waiver on the state's use of the ICF-MR program. Briefly summarized below is
each of these state's experience in providing Home and Community-Based Services through the
Medicaid waiver.

California is completing its sixth year of waiver activity. A renewal application is currently in
process. As of October 1888, 2,518 clients were receiving services through the waiver; the approved
maximum is 3,360. California has recently stimulated more participation in the waiver by providing
additional funds to the regional MR/DD authorities for administrative costs. The waiver is targeted to
individuals with the most intensive level of care requirements. Ninety-seven percent of waiver
participants are in residential care placements.

Colorado is in its seventh year of its HCBS waiver, having recently (fall 1988) submitted its
renewai application. The state hopes to raise its authorized number of persons to be served from its
present level of 2,000; approximately 1,600 people are currently receiving waiver services. Colorado’'s
waiver is targeted to individuals with severe or profound mental retardation or, if moderately retarded,
with significant adaptive behavior needs. Approxirnately two-thirds of the waiver clients are in supervised
residential care placer.aents.

Connecticut is in its second year of the waiver, and plans 1o renew in 1990. In October 1988

the waiver was at full authorized utilization with 650 persors recewving services, with about 1,200

anticipa'ed by mid-1989. The waiver is not targeted to any particular level of disability, however, 100%"°

of the participants are in residential placements.

Florida is in its sixth year of the waiver and has recently completed (Fall 1988) a five-year
renewal. The waiver is at full capacity with 2531 persons receiving services. The waiver's target
population is clients with the highest level of need and those who are the costliest to serve. Al waiver

service recipients are in supervised residential settings.
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Minnesota is in the fifth year of its waiver program and the second year of a five-year renewal.
The waiver was serving 1,579 individuals in October 1988, which was considerably less than approved
capacity of 2,360 for Fiscal Year 1989, Targeting of the waiver is mixed, as utilization of the waiver is
on a county-by-county basis associated with incividual county quotas. It is estimated that 80% of the
participants are in residential placements.

Jregen is in its seventh year, and has just completed its renewal. Oregon’s waiver is at full
capacity of 1,000 beneficiaries. Waiver services are targeted to individuals with the highest needs and
highest costs to serve. All waiver service recipients are in supervised residentiai settings.

Texas is in the third year of its first waiver application and is in the process of submitting its
renew~l. Approximately 350 people were being served as of October 1988; the waiver's maximum
approved level is 450. The renewal application requests an increase to 1,350 bazneficiaries. Waiver
services are not targeted to clients with any particular characteristics other than mental retardation.
Approximately 53% are in residential care setings.

Table 10 illustrates the basic features of each case study state's Home and Community-Based
Services waiver.

Future waiver option use. All of the case study states currently participating in the Home and
Community-Based Services waiver program (i.e., California, Colorado, Connecticut, Flcrida, Minnesota,
Oregon and Texas) plan to continue. All seven have either renewed their MR/DD waiver recently or are
in the process of doing so. The rnajority are seeking ar expansion in the waiver's capacity. States not
serving at the level of the currently approved number of individuals are promoting expansion of ifs use
through technical assistance and education of local authorities.

Most of the participating states see the waiver as an imponarnt element in their etonts 10
continue expansion of community-based services, including the support of residential care. Although
waiver funds cannot be used directly for room and board, states plan to continue using the option to
suppon residential services and supports that are described by the various categories of services

available through the wawer, principally hatsitation, personal care. angd/or homemakar services
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Tabte 10

Hedicaid Waiver Status of Case Study States as of October 1988

Number of
Number of Number Percentage Partic. as
State Number of Renewal Partic. Being Target Population in Non- Percentage Other Comments
Years Status Appraved Served Fainily of No. in
Res. Care Res. Care
Ca 6th Year In process 3,360 2,518 Intensive level-of-care o7Tx% 11.6% Encouraging increased
local participaticn;
Minimal effect on ICF-MR
o 7th Year Just 2,000 1.500- Severely/protoundly Kk 67% 52.6% want to raise cap on
renewed 1,600 or moderately MR with nuber of participants;
signif. adaptive Signif. impact on ICF-
behavior needs MR/all small converted
CT 2rd Year Plan to 650 650 No particular 100% 13.5% Deterrent to future ICT-
renew 1N characteristics MR devel opment
1990
Fi 6th Year Just 2,631 2,631 Ciients with highest 80X 32.1% Some effect on ICF-MR,
renewed needs/highest costs including closure of 40
(5 year) berd PRF and diversion
IN NA
MN 5th Year 2nd Year 2,360 1,579 Mixcd/related to 80% 18.0% Quotas plus X cap are
of S-year individual county quotas disircentives to serving
renewal under consent decree more severely disabled
clients
MS NA
NY NA
OR 7th Year Just 1,000 1,000 Ctients with tighest 100% 31.8% Deterrent to ICF-MR
renewed needs/highest costs devel opment
X Jea vear Inoprocesy 450 14 No particular 53% 2./ Minimal effect on 1CF-MR

characteristics

to date; Renewal
application seeks
increase to 1,350
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Generally staies pian 10 contir.ue and in some cases expand targetng of their waers on individuals
with the rost severe disabilities and wnoss noninstitutional services *packages® are the most costly
(California, Colorado, Fiorida, Oregon). States clearly expect the waiver 1o be a significant factor in their
expansion of efforts to serve such individuals in smal client-focused settings that provide maximum
opportunities for comiunity interaction (Calitornia, Minnesota) and cost-effective service planc that are
1ai'ored to meet individual needs rather than facility requirements (Colorado, Florida, Mir. .esota, Oregon).

Eitects of waiver on other services. A primary significance of the waiver program has been
as a resource for the expansion of community-basad services such as habilitation and support services
to people in non-Medicaid funded residential situations, including the family home for some individuals.
Prior to availability of this funding, federal funds tor community-cased programs of persons not living
in ICFs-MR came primarily from Title XX of the Social Security Act. In 1981, the same Omnibus Budget
Reconciliation Act (F.L. 97-35) that creatad the Home and Community-Based Services waiver converted
Title XX to the *Social Ser..ces Block Grant* (SSBG) program. This amendment to Titie XX gave states
greater latitude to spread (fewer) funds over a broader range of services. States welcomed the
aiternative funding available through the waiver, in par because of the reduced federal support of
community-basad programs ftor persons with mentai retardation and other developmental disabilities
avaiiable through the SSBG program.

But the attractiveness of the waiver to states involves much more than availability of FFP. Case
study states censistently note its congruence with the evoiving goals of state MR/DU services systems.
Two aspects of waiver services are of particular interest n this regard: (1) the emphasis on clent-
centered rather than facility-based services, and (2) the supgort for and demonstration of suc:essiul
programs of working with perscns with ithe most severe and chailenging develcpmental disab‘lities n
small community settings.

Residential services and supports. The waiver is not generally thougnt of as a residental
service program because it cannot be used for room and board, and tecause of its basic goal i

providing an aternative to institutional care (re., ICF-MR services, in the casa of individudals with mental
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retardation and related conditions). However, states definitely use it widely to support residential care.
As illustrated in the sumrnaries of case study states in Table 12, in six of the seven case study waiver
states {(all but Texas), a substantial majoiity of waiver beneficiaries were in rasidential placements
providing non-tamily supervision (ail but Texas which had about 53% out-of-hume). Percertages in tae
other states ranged from 67 percent in Coloradn to 100 percent in Connacticut and Oregon.

Efiects on ICF-MR utilization. Nationwide, between 1982 and 1988 state Medicaid waiver
prog-ams accounted for virtuzlly all the approximately 20% growth in beneficiaries of Medicaid jong-
term care services for persons with M&R/RC. This is a compelling statistic which suggests a general
preferability among states of a comprehensive array of home and community-based services to a facility-
based (ICF-MR) model for expanding community-based services. Even though as a means of
supporting community-based services, small ICF-MR increases between 1982 and 1988 were about 70%
as iarge as the increases in home and commurity-based s2rvices (about 17,750) Thre waiver option
has generaily provided the case study states with a substitute: for increased iICF-MR development. Even
in states where ICF-MR growth has continued {Caiiforria and Florida), utilization of Medicaid Home anc
Community-based Services is reported to have slowed what would have otherwise been the rate of iCF-
MR expansion. It has also been a deterrent tn ICF-MR development in Connecticut and Oregon.
Cregon, like Colorado, has used the wa.ver extensively as an alternative to smali community-based ICFs.
MR. As described above, Colorado has converted all of its small honstate ICFS$-MRA to noncertified
residential programs supperted by the waiver. Two of the participating case study states, Flonda and
Minnesota, alse have used the waiver to assist them in ciosing large state facibues. Orn the other hand,
the ICF-MR programs in California and Texas are reported 10 have teen afectad only minimally by the
state s participation in the waiver program. In pDOth states, howe. er, the number of wawer recipients is
relatively smail m corparison 1o the total number of people i residenuai care {11.6% ard 4.5%,
respectivery); in contrast, the number of waiver recients in Colorado is more than half the number of

peopie In supervised residentai placements, and more than 30% in Fionda and Oregon
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& majority of states in the naticnal survey rnied that the Medicaid waver played a signiticant
role in thair continuing trend teward sraller commurity living avangements. States 2xpressad these
accomplishments iri terms of: 1) reductior of state institution: capwcCity: 2) reduction of ail large iCF-
MR capacity; and 3) reduction of total ICF-MR zapacity. Tweive states repoited that state institution
depouulation efforts have been ernanced by the waiver by both avoidance of institutionalization or
reinstitutionalization anc by actual reduction of institution capacity. Four states specified that the primary
impact had been in the decreased utilization and development of large ICFs-MR. Thirteen states
reported that they used the Hcme and Conimunity-Based Saervices waiver to offer residential and
community service options which discourage the utilization and development of ICFs-MR of any tyc=.
Other states focuised on how the waiver genevally permitied them to develop a more comprehensive anc
flexible array of services. Nine states reported that hecause the waiver offers a brcedger base of
community seivice options, it has allowed for more flexibilty and individualization in the provision of
residential and community services. Severa! staies report that these cervice options have also helped
maintain mecre children in their home environinents. by giving families aiternaiives to out-of-home
placement. Wisconsin noted hat the waiver has been instrumental in reducing nursing home
populations, + fering an aternative 10 developing new ICFs-MF. tn reincate people with developmentai
cisabilities from nursing homes.

According 10 three states. the waiver has encouraged the wovement of individuals toward less
restrictive g arrangements by faciitating the wransition of residents from iCFs-MR with 15 and ‘ewer
beds to other community-based aiterinatives, thereby allowing for the ynovainent of ather residents from
largei to smaller community ICFs-MR. Both Pernnsylvania and Utan report considering ihis Medicaid
option as a more flexivle alternative 10 iICFs-t1% for gaining eceral financial participation ior senving their
ctizens in community programs.  The option of responding flexibly to individual needs without rederal
pariicipation 1s seen as adminstratively ideai, but financially irmpossioie.

Only six states surveyed (35 of which had waiver programs at the time nf the sun.ey) repcred

that the waver had no '/mpact on ICF-MR (tiization. Two of thece six states (Kentuciy ana Tex:Hs)
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specifieds that the wnpact of the waiver on ICF-MR utilization nhas been minimal due to the smak number
of individuals served in the waiver prograin comparec to the current need for both waivered services
and ICF-Mr! services. However, both states saw the vaiver program as an mportant addition to their
services systams. kenticky notes that zll ICFs-MR in their stata continue o have waiting lists, despite
over 600 ‘diversions® now recaiving waiver senvices.

Tadie 11 shows the state utilization of the Medicaid waiver option along wiith 'CF-MR tilization
by the various states. It also sumimarizes flate responses 0 a question regarding the effects of
Medaicaid waiver available on ICF-MR utilization whith were described atove.  Coviously, grouping
Medicaid wawer service recipients and small ICF-MR residents intc a2 cat2gory of community
heneficiaries presents current Medicaid vrograme as considerably mare community criented than the
ICF-MR program alone. !t shows that 28% of combined ICF-MR and wamner service recipients were in
community settings on June 39, 1887, compared with 14% of ICF-MR residents cnly. Tabie 11 shows
that 11 states had over one-half ¢f heir ICF-MR and waiver recipients in eamall community residential
taciities or int their own homes.

Perceived strengths and weaknesses: States using waivers. The consensus among he
seven case study states currently participating in the HCBS waiver program is that there are three major
strengths in relation to state MR/DC program goeals:

+  Flexibilty: the ability to talor services to meet individual needs, with the res!iiting increased program
benefits to the client;

« Federal financial participation: states are siruggimg to inance community-based services and the
federal cost snaring assistance s important 1 making state doilars go turther and to senving more
people; and

»  Compatibility:  the waiver program fits well with the goals and values of contemporar, service
delivery pihilosophies.

The waiver program is seen as eftective by the states because of these three factors. It permits
states to gain FFP while providing less costly. individualized community-centered senvices, rather than

relatively expensive standardized facility-based services. Three of the case study states alse noted the

J B I B



Table 11

Beneticiaries of Medicaid Waiver and ICF-MR Services for Persons with Mental Retardation on June 30, 1987

tlt'lﬁt:I:'k:ﬁﬂl::l::!l::::"{::‘.::I’Eﬂﬁ!:::!:‘l:x:k:::‘f’32:.‘:2.]["“3!.’--!:‘f.ll23===-‘-5l=='1:‘.‘:;‘::l:=ﬂ=SIi=:=S=l::’==IB,ﬁtl:l!lﬂlllll’ll.'ll
State Nuntior Totss fotal Seall total X Medicaid How has the
hs Receivirg Mcyicald Commmit Coung iy gencliciarics avallabliity of the
Watver Waiver Services Reripionts ICF MR (1 Si ~ Medicaid in tne HCBS Watver affected
State Services on 6730/81 (ICF-HR ¢+ Waiver) Recipients on 6/30/87 (waiver ¢ 1CT-MR 19)  fawamnity ICF-HR Utiiiration
ALABAMA Y 1,57 2,909 Y] 1,601 5.0% i, 2
ALASKA N 0 93 34 34 Y
ARJ ZONA N e 0 v 0 H6A
ARKANSAS N (] 1,495 G 0 .03 %, gb
CALIFORNIA Y 3.027 ll-,l.bg $,510 ’,SST %.3! 2, sb
COLORADO Y 1:389 %gs ‘389 %
CONNECT I QU \ 0 . 6% 39 3% .8% ;
DEL AUARE v 8) 5% 6 142 0%
6.C. N 0 634 3 b Y4} ?.¢%
FLLAIDA Y 2_03(}’ 5,78% 0 2,63 45.5%
GEORGIA N j ‘,349 0 0 oY
HAWAT) 1 5¢ 33 37 9 25 J
10AHO Y 59 500 124 119 33.81 5
ILiNoLS Y bk 10,064 18 1,402 ) X 3
1M [ANA N 0 4,068 1,984 i,984 *Hx
{OWA Y g 3.{38 33 5 .2X
KANSAS Y '3 ,£96 LY. 322 §.0%
KENTUCKY v 49 ;508 0 09 2.7!
LOUISEAKS N 0 ,6&3 838 ela 9% 4
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waiver's contribution to the enhancement of the overall quality and compieteness of their community-
based services. These states cited the waiver services concept and its app.cation n their states as the
ideal model for organizing and delivering individualry oriented, appropriate services for their citizens with
developmental disabilities.

Not surprisingly, given the general enthusiasm for the waiver option, the major weakness of the
waiver program from the participating states’ perspective is its “cap® on expenditures. Some states are
currently seeking waiver renewals that include significant expansion of the number of individuals
permitted to be served. A number of participating states, including some currently serving fewer than
approved capacity, teel there is clear overall cost effectiveness to the approach in comparison to iCF-
MR or other institutional care, but that the current restrictions that tie cepacity and available FFP directly
to actual costs of institutional services prevent the full potentiai of the approach to be realized. Most
would simply like to have the waiver option made a general Medicaid option without a link to ICF-MR
utilization or costs, because of the overall effectiveness of this approach.

A variety of administrative issues were ceen as weaknesses of the program bv some of the
panicipating staies. One state felt its participation has been made more difficult by what it perceives
as "shifting rules’ from HCFA; another state noted problems in having to fit people into HCFA's definition
of *at risk for institutionalization. Despite its attractiveness as a modei approach for quality in
community-based services, one state observed that quality assurance, or the lack thereof. for waiver
services is a problem. The HCFA application process and ongoing administrative relationships are still
seen as a problem in a few states; administrative problems in some states are also occurring between
the state and local level. Administrative issues are currently being addressed by individual states in
various ways. For example, cne of the three states that was concerned about the imited local leve!
pamicipation in the waiver program found that increased reimbursement to the local MR/DD authorities
for administrative experise spurred utilization. Another established information and technical assistance

sessions for locai governments to promote their application for and utilization of availlable resources.

112

n -



[

Strengths and weaknesses: States with no current waiver. The two case study states who
are currently not participating in the waiver program but planning to apply (Indiana and Mississippi) are
in agreement with the currently participating states as to the importance of flexibility and federal cOst-
share that can be used for "client-centered* services in community settings. Both also agree that the
cost-neutrality requirement is a problern. The requirement that waiver expenditures be matched 1:1 with
reduction in ICF-MR expenditures is seen by New York as the major impediment to its participation.
Its Director of Policy and Planning, Office of Mental Retardation/Developmental Disabilities, reports the
state does not intend to apply for a waiver uniess provisions are changed to permit gradual expansion
of FFP and more state discretion in who and how many will be served.

Both Indiana and Mississippi share additional concerns that have been factors in their decision
not 1o paricipate in the waiver program to date. In both states there has been a reluctance until
relatively recently to use Medicaid programs in gereral. In the past five years, Indiana has greatly
expanded participation in the ICF-MR program, especially to fund smaller community-based facilities.
However, both states report a historical resistance among policymakers to placing state programs under
federal oversight and control. It is reported to remain a concern in Indiana, no doubt compounded by
the state's negotiations with HCFA the past few years in relation to nursing home placements and 'look
behind" findings. In both states there is a continuing issue about obtaining state resources for Medicaid
matching funds. This is particularly acute in Mississippi, where even the attractiveness of a state cost-
share of only about 20% of Medicaid expenditures has not been a sufficient incentive to increased
Medicaid participation in the face of major state budgetary shortfalls.

In part influenced by the aforeinentioned concerns, the waiver applicaton in Indiana will be
limited 10 family and community-based services for fiity individuals with autism.  The request was
authorized by the Indiana sta.e legislature specificaily in reiation to that target population. The state
Medicaid agericy has indicated that the application therefore will be iimited accordingly, rather than
expanded to include people with other developmental disabiities or a higher number. indiana hopes

0 begin services under its waiver by mid-1983. Pilans for Mississippr's wawer request are less well



defined, although the state MR/DD agency has included a waiver line item in its 1989-90 budget request
Specific numbers of individuals and target populations have not been identified as yet and there is some
concern that the current low reimbursement rates for ICF-MR sarvices in the state institutions ($60.45
per resident per day in FY 1987) will make it difficuit to serve substantial numbers of individuals and/or
individuals with more extensive needs with non-congregate care services under the waiver. The primary
concern, however, continues to be the lack of state resources to cover the required state Medicaid
match. As noted, New York has no plans to apply for a waiver, but is in the process of obtaining a
Section 1115 Medicaid demonstration waiver that will permit experimentation with an alternative
approach to funding MR/DD community services.

Targeting waiver recipients. rour of the seven case study states participating in the waiver
program (Caiifornia, Colorado, Florida and Oregon) target services to clients with the most intensive--
and most expensive--service needs. A fifth state, Minnesota, would prefer to serve a greater proportion
of individuals with severe disabilities under the waiver, but has been unable to because of cour
mandated county placement quotas and a specific dollar cap on waiver services (about $67 per day).
In contrast, both Connecticut and Texas have not targeted the waiver program to people with severe
disabilities, but rather are serving a wide range of individuals witn mental retardation.

Overall, case study states report relatively few differences between waiver recipienis and
residents of ICFs-MR, although the specific beneficiary profiles vary among states. Waiver service
recipients in Califorria and Coilorado are reported to have similar characteristics to those In large state
ICFs-MR (i.e., severe and multiple disabilties and intense service needs). Waiver beneficiaries in Florida
are generally similar to residents of large state institutions, but with fewer having serious medical
problems. Waiver recipients in Connecticut and Texas have similar characteristics to ICF-MR residents.
in both states, however, the waiver program and ICFs-MR both serve people with widely varying degrees
of mental retardation and related wnpairments. Minnesota’'s waiver recipients tend to have less intense
service needs than most of the state's ICF-MR residents as a result of county discretion regarding to

whom services will he provided and the related imited funding available for wawver services per recipernt
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PART V: PERSONS WITH MENTAL RETARDATION IN NuRSING HOMES
Background

The Omnibus Reconciliation Act of 1987 (P.L. 100-203) provided restrictions on the
circumstances under which persons with mental retardation and other developmental disabilities can
be placed in Medicaid reimbursed nursing facilities (i.e., Skilled Nursing Facilities [SNFs] and
intermediate Care Facilities [ICFs]). This legislation followed over a de. ‘e of expressed concern about
the appropriateness of nursing homes as residential environmeris tu. people with mental retardation
by advocates such as the Association for Retarded Citizens-US (National Association for Retarded
Citizens, 1975). The restrictions on nursing home placements in P.L. 100-203 stipulate that individuals
with mental retardation and other developmental disabilities placed in nursing homes must require the
medical/nursing services offered, and that, in addition, the faciiity must assure that the individual's needs
for active treatment are being met. Current residents not in need of nursing services must be moved
10 *more appropriate’ residential facilities. An exception is provided in the case of individuals who have
resided in a specific nursing home for at least 30 montns, who nevertheless must be given the choice
of moving to a more appropriate residential setting.

A comprehensive 1985 statewide assessment of the habilitation, medical, and behavioral needs
of about 2,650 persons with developmental disabilities in over 300 ICF and SNF certified nursing homes
in inois documented concerns raised by HCFA and others by finding that only 10% of the nursing
home residents with mental retardation required services warranting continued placement in an ICF or
SNF (Uehara, Silverstein, Davis, & Geron, in press). These and other policy and program reviews
culminated in the Congressional concern expressed in P.L. 100-203.

Relatively few data sources exist on the number or characteristics of individuals with mental
retardation and related conditions in nursing homes. Estimates from the primary data sources av..dable
indicate that approximately 2.7 percent of nursing home residents have a primary diagnosis of mental
retardation. The most recent survey was the Inventory of Long-Term Care Places (ILTCP), constructed

by the National Center for Health Statist~s and the U.S. Bureau of the Census, which included a total



of approximately 26,000 nursing and personal care homes {Sirrocco, 1988). Of these, the 8,300 homes
indicating one or more residents with mental retardation reported a total of 39,527 such residents.
However, because ILTCP gathered only aggregated, facility-level data, it can only be used to count the
number of persons with mental retardation in nursing homes of different sizes and types, without
reference to individual characteristics or services received. it does, however, allow a breakdown of
fasilities and residents on a state-by-state basis.

The National Nursing Home Survey (NNHS), conducted most recently in 1977 and 1985, is
based on a sample of individuals in nursing homes. [t provides 4 considerably more comprehensive
picture of persons with mental retardation and related conditions in nursing homes, aithough this
‘picture” is based on relatively few people. Specifically the NNHS population estimates regarding
mentally retarded residents of nursing homes in 1985 were based on a subsample of only 144 persons
among the total sample of 5,200 nursing residents. However, the 1985 population estimate of 40,539
persons with a primary diagnosis of mental retardation in nursing facilities is sufficiently close to the
census figure of 39,527 obtained in the ILTCP for 1986 to suggest reasonable reliability in the NNHS
population estimates. An important limitation of the National Nursing Home Survey is that it permits no
state-by-state population estimates.

Total Residents with Mental Retardation

The 1986 Inventory of Long-Term Care Places (ILTCP) was carried out by the U.S. Bureau of
the Census for the National Center on Health Statistics. 't asked respondents from all known nursing,
personal care, and residential facilties in the United States that were providing long-term care 10
persons who were elderly/disabled or who had mental retardation or related conditions to report the total
number of people with mental retardation in those facilties. Data were therefore gathered on the
number of people with mental retardation in nursing, personal care. and other residential settings
primarily serving elderly/disabled populations as well as thcse which were primarily mental retardation
facilities. Facilities for elderly/disabled popuiations were further distinguished as nursing homes and

personal care homes. *Nursing homes' included facilities which were ICF or SNF certified. or which
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reported themselves to provide routine medica or nursing care. This latter group of noncentified nursing
homes made up only 7.4% of the total nursing home beds. Other facilities were defined as *personal
care facilities,* because a significant majority provided perscnal care, although some of the tacilities in
the *personal care' group Drovided only board and supervision. In general, nursing homes had an
average total size of 84 residents. Personal care homes averaged 1y resigents.

As shown in Table 12, a total 39,528 persons with mental retardation were identified as being
nursing/personal care home residents. These persons were residents of a total of 8,094 separate
facities. In other words, there was an average of fewer than 5 residents with mental retardation per
nursing/personal care home witn one or more resider:ts reported to be mentally retarded. Fewor than
one-third of the 25,646 nursing/personal care homes on the ILTCP reported any residents with mental
retardation. A total of 5,702 nursing homes reported a total of 30,900 residents with mental retardation
(an average of 5.4). A total of 2,392 personal care facilities reported a total of 8,628 residents with
mental retardation (an average of 4.€). Nursing home/personal care home operators in 18 states
reported 1,000 or more individuals with mental retardation in their homes, including eleven states in
which nursing home operators (i.e., excluding personal care homes) reported 1,000 or more residents
with mental retardation in the state.

Nursing/personal care home residents with mental retardation represented ¢ celatively smail
proportion of people witii mental retardation in residential care: only 13.4% of the total reported number
of persons with mental retardation in nursing/personal care homes and mental retardation facilities
combined. However, in six states more than one-quarter of these residents were in nursing/personai
care homes according to the ILTCP.

Peopie with mental retardation represent a relatively small proportion of the overall nursing home
population. Based on estimates from the 1977 National Nursing Home Survey the population of persons
with a primary diagnosis of mental retardation was 3.4% of the estimated total nursing and personal care
home population (1.303,100); in 1985 it was 2.7% of an estimated 1,491,400 persons i the total

.ation (an additional 42,000 people haa mental retardaion reported as a nonprmary condition;.
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Taola 12

Number of Hesidents in Nursing and Personal Care Homes Reported 1o be Mentally Retarded by State in 1986

Nursing Hoecs Personal Care Total Nursing Hum/Personal Care % of MR
. P .- R T T T R T F e T (9 M
Total Residents Res. w/MR Tutal  Residents  Res, w/MR Total  Residents  Res. w/MR Residents tn

State Hamesy with MR per Hone Hoane s with MR per Houe Hutes with MR per Rome Nur./Pers. Care
ALABAMA 96 687 7.16 & 17 2.83 102 704 6.90 26.3%
ALASKA K 23 5.75 0 0 .00 4 23 5.75 6.5%
AR 1Z0NA 23 45 1.96 24 120 5.00 47 169 3.9 6.9%
ARKANSAS 145 878 6.06 5 20 4.00 150 898 5.99 311.8%
CALIFORNIA 29 1,54 5.96 258 643 2.49 537 2189 £.08 7.0%
COLORADO I 365 4.80 17 40 2.1 93 40% 4.35 12.1%
CONNECTICUT m 624 5.62 31 116 3.74 142 740 5.21 13.3%
DELAWARE 9 32 3.% 0 0 .00 9 12 3.56 4.5%
D.C. 4 69 17.25 0 0 .00 4 69 17.25 6.5%
FLORIDA 144 549 1.8 102 340 1.3 246 889 1.6 9.8%
GEORGIA 183 1,174 6.42 48 95 1.98 3 1269 5.49 26.8%
HAWAL | 18 43 2.39 25 3% 1.40 43 78 1.81 8.5%
JDAHO 20 83 415 9 37 4.1 29 120 6.1 8.5%
TLLINDIS 363 2,668 B.&1 37 81 676 320 2749 B.59 17.0%
INDIANA 272 1,911 7.0} 9 65 135,060 277 1976 7.13 26.8%
L OWA 1)) 845 L. 67 23 206 8.9¢ 204 1051 5.15 23.9%
KANSAS 88 243 2.76 2 4 2.00 %0 247 2.74 6.2%
KENTUCKY 142 694 4. 89 87 568 6.53 229 1262 5.51 43.7%
LOUISTANA 37 460 L. 74 ] 0 .00 Q7 460 4,74 7.5%
MA INE ¢ 228 3.y 44 85 1.93 116 313 2.70 14.3%
MARYLAND A 323 4.3 3 5 1.67 8 328 4.21 7.3%
MASSACHUSETTS 299 1,400 4.68 45 198 4.40 S 1598 6.65 18.2%
MICHIGAN 262 842 2 00 1,085 2.17 72 1928 2.53 19.7%
MINNESOTA 163 a7 5 " 19 3.5% 174 910 5.23 9.46%
MISSISSIPPI 63 237 3.76 1 1.00 th 238 3.72 8.9%
MISSOUR| 219 1,050 L. 79 50 151 3.02 269 1201 4.46 16.8%
MONTANA 25 131 5.24 0 0 .00 25 E)) 5.24 10.1%
NEBRASKA 65 217 3.3 14 44 3. 79 25 3.30 10.8%
NEVADA 14 52 in 6 14 2.33% 20 b6 3.30 13.2%
NEW HAMPSHIRE 20 144 7.20 16 &0 2.50 16 184 5.1 14.1%
NEW JERSEY 95 303 3.9 87 382 419 182 685 3.76 7.5%
NEW MEXICO 19 78 4.1 17 40 2.35 34 18 3.28 7.8%
REW YORK 222 1,964 6.95 129 %56 (.5 391 2100 5.98 7%
NORTH CAROL INA 14 583 616 288 1,437 L. 628 2020 .72 31.0%
NORTH DAKOTA if 253 5.27 9 43 478 57 296 5.19 17.3%
OHIO 29 1,633 7.206 21 130 6.50 245 1763 7.20 13.5%
OKL AHOMA 189 942 (.98 17 &7 194 2 1009 4.90 20.8%
OREGON £9 125 4.1N 18 79 639 u7 404 b &4 11.4%
PENNSYLVANIA 181 1,350 5. 80 209 802 3.84 19 1852 .75 11.1%
RHODE  1SLAND 40 173 4. 33 3 22 7.33 43 195 4.53 14 3%
SOUTH CAROL TWA £9 300 662 L4 173 1.%3 1) 473 4.34 10.9%
SOUTH DAKOTA .3 17 2.72 4 8 2 00 47 125 2.64 7.4%
TENNESSEE 1415 527 5.02 1 24 28 114 491 §.75 12. T4
TEXAS i 1079 3.65 10 10 2.47 313 Ny 3.4 8.1%
UTAH 3 109 616 1 0 00 5 129 L.16 7.1%
VERMON T 16 33 PRl 29 53 2.2 61 Bb 210 13.0%
VIRGINTA 9 531 5. 36 91 B0 5 27 1 101 5.32 20.9%
WASHINGYON Vi s 667 Iga %9 £ 12 1494 1026 &.5R 15.6%
WEST VIRGINTA i S 468 1 N 3.7 A e L4y 18.7%
WISCONSTN tah A Y145 19 49 RENI (] 1734 138 18.3%
WY 7 17 oAl f b (e ¢.43 2.Th

U.5, Total Loy R 5w bl 8 408 R Fo 34508 6,54 13.4%
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The 1986 ILTCP findings appear to be quite comparable in indicating that the mentaily retarded
population made up 2.5% of the 1,533,253 residents of nursing and personal care homes. Although
the ILTCP data are census in nature and are based on direct reporting of facility respondents, there are
certain cautions that should be exercised. First, the distinction between mental retardation facilities and
nursing/personal care facilities is not always perfectly clear. The distinctions become most clouded
among the "personal care® facilities, which may be licensed or centracted to serve more than one
population of persons with disabilities. Second, distinctions between mental retardation and cognitive
impairments with onset outside the developmental period are not always ciear among persons who
operate nursing/personal care homes. Cr the other hand similarities between the ILTCP statistics ana
the estimates of persons reported to have a primarily medical diagnosis of mental retardation in the
National Nursing Home Survey certainly seem to support a level of reliabil.y.
Age and Gender

Table 13 presents populaticn estimates from the 1977 and 1985 NNHS for persons with a
primary diagnosis of mental retardation in nursing homres by age and gender. It shows an estimated
43,755 persons with menta! retardation in nursing homes in 1977 and 40,539 in 1985. These estimates
are not statistically different. with each of the estimates having a 95% confidence intervai of
approximately + 4,000 residerts with mertal retardation. Similarly, differences in the estimated
distributions of residents with mental retardation by age are not statistically different for any age groug.
In both 1977 and 1985 it was estimated that over half the mentally retarded residents of nursing homes
were 55 years or older (55% and 56%, respectively). In both years it was estimated that 32% of
residents with mental retardation were 65 years or older. These statistics compare with 13.2% of
persons with mental retardation in mental retardation facilities being 55 or older and 5.5% being 65 or
older (sre Part Il) (Scheerenberger, 1988). Population estimates of persons with mental retardation
below the age of 65 in nursing homes were 29,797 tor 1977 and 27,592 for 1985. Clearly, then, there
are substaniial age differences between persons with mental retardation in nursing homes and those

in mental retardation facilities  But far more dramatic differences are evident between rezidents who are
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Table 13

Estimated Number of Persons with Mental Retardation in Nursing and Peraonal Care Homes by Age

1985-Residents with Mentel Retardation

1977-Residents with 1985-All Mursing
Mental Retardation Nursing Homes Pursonal Care Atl Homes Home Residents
Est.N % Est.W % Est.N x E3t.N X Est.N x
AGE
0-39 7,508 17.2 6,475 22.1 1,003 9.0 7,478 18.4 32.141 2.2
40-54 12,333 28.2 4,607 22.5 3,767 33.7 10,374 25.6 48,768 3.3
5564 9,956 22.8 6,665 22.7 3.075 27.5 9,740 4.0 91,819 6.2
65+ 13,558 1.9 9,626 32.7 3,340 29.9 12,946 n.g 1,318,672 88.4
GENDER
Male 20,259 46.3 13,057 445 5,587 50.0 18, 644 46.0 423,558 28.4
Female 23,496 53.7 16,295 55.5 5,598 50.0 21,894 54.0 1,067,842 71.6
EST. TOTAL 43,755 29,353 11,185 40,539 1,491,400
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mentally retarded and the general nursing home population. The iatter is estimated to be 94.5% over
55 years and 88.4% cver 65 years.

The percentage of females with mental retardation in the weighted sample was found to ke
hicher than tha proportion of males in 1977 and 1985 (54% 10 46% in both years). The only statistically
significant difference in the gender distritution between the 1977 and 1985 National Nursing Forme
Surveys came in the older than 65 years age group. In that group the proportion nursing home
residents with mental retardation wno were female increased from 56% to G2.5%. Despite the high
proportion of females among the nursing home residents with mental retardation of 65 years and older.
male representation within he elderly population with mental retardation was actually consideraoly higher
than the estimated 28% inales in the total nursing home population in 1977 and 1985. The 1985 NNHS
indicated that vary few nursing home residents with a primary diagnosis of mental retarcation had ever
been married (4%). No statistically significant differences were evident Detween the tindings of the 1977
and that 1985 surveys.

Therapeutic Services Received

Table 14 shows the estimated percentage of nursing home residents who received selected
therapeutic services in the month prior to the NNHS ‘nterviews in 1977 and 1985. Because need for
these services may be associated with residents’ age, this table subdivides three age categories into
54 years or younger, 55-64 years and 65 years and older. In general gata from both 1977 and 1985
show relatively little use of basic therapeutic services by persins with mental retardation in nursing
homes. Ten percent cr fewer residents received physical therapy, occupational therapy, speech and
language therapy, or psychological psychiatric evaluations or treatment over a one maath penod.
Recreational therapy was the most frequently receives service among both 1877 and 1985 sarnple
members, with a substanuaily and statistically significantly sma'ler percentage recewing recreation
therapy in 1985 than in 1977. Although the questions regarding *recreation therapy® were not different
in the two surveys, it is possible that, with the growth oi recreation therapy as a specialized professior.

the interpretation of wnai constituies recreatior. therapy frem licensed. registered or professionai tramied
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Table 14
Estimated Percentage of Nursing Home Residents with Mental Retardation

Receiving Selected Therapeutic Services' in the Previous Month

1977 _ 1985 o

Therapy < 54 55-64 > 65 Total < 54 55-64 » &5 Total

10.6 8.5 6.6 8.9 10.6 3.0 2.2 6.1
Physical Therapy
Occupational Theraoy i%.9 6.1 8.8 0.4 12.1 3.4 5.1 7.0
Recreational Therapy 35.0 9.7 23.8 28.1 18.3 6.2 12.3 13.5*
Speech & Hearing Therapy .06 1.5 2.2 1.3 i1.2 0.0 2.2 5.7
Psychological or 7.9 0.0 2.2 6.2 19.0 2.0 4.2 10.2
Psychiatric Evaluation or
Treatment

1Serwce:; provided to residents inside or outside the fecility by licensed, registered, or professionally trained therapists.
. ,
p < .05
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therapists changed between 1977 and 1985. It is also possible that there was a substantial reducion
in recreaiion therapy setvices for mentaily retarded residents of nursing homes between 1977 and 1985.
In either case the 1985 NNHS estimated that onlv 13.5% of residents received recreation therapy over
a cne-month period.
Limitations in Mobility, Sensory and Daily Living Functioning

Table 15 summarizes the percentages of nursing home residents with mental retardation
estimated to have limitations in mobility, sensory imoairments and/or daily living lirnitations in 1977 and
1985. No statistically significant shifts in the number of perscns with these limitatiorns were noted
between the two surveys, with the exception of the number of persons said to need assistance with
eating. About 17% in the two surveys were estimated to have visual irnpairments. Hearing impairments
were estimated to be present in 7.4% and 8.4% of the nursing home population with mentzl retardation
in 1977 and 1385 respectively. in both surveys about 20% of residents with mental retardation (18%
and 22% respectively) were reported *o need the assistance of other persons or special equipment to
move from place t0 place. The 1985 estimate of 22% of nursing residents with mental retardation
requiring assistance of equipment or other persans for mobility was the same as for persons with mental
retardation i mental retardgation facilities in the 1987 National Medical Expenditure Survey (also 22%).

Similar statistics were reported in 1977 and 1985 with respect to tne number of persons with
menta; retardation requinng any assistance with bathing (about 80% in both wurveys) and dressing
(about 60% in both surveys). A signiiicantly higher proportion of residents with mental retardation vere
reported 1o require some form of assistance with eating in 1985 than was reported in 1877 (35% versus
23%). statistics trom the 1987 National Medical Expenditure Survey estimated that among residents of
all mental retardaticn facilities, 60% needed help with bathirg, 53% needad some assistance with
dressing, and 22% needed some assistance in eating. The same estimates for ICF-MR certified faciiity
pepulations were 72%, 64%, and 30%, respectively. 't appears, ‘herefore, that persons with menial

retardation i;r nursing homes are gererally similar to those in ICFs-MR. However, one must always be



Table 15
Percentage of Nursing Home Residents with Mental Retardation
with Limitations in Mobility, Sensory Functioning and Selected Activities of Daily Living

1977 1985
< 64 > 65 Total < 64 > 65 Total
(N=29,797) (N=13,958} (N=43,755) (N=26,592) (N=12,946) (N=40,539)

Limitationg
Mobility 20.4 12.6 17.9 21.4 23.1 2.9
Impairment’
Visual 14.5 18.5 16.5 16.1 20.2 17.5
Impairment
Partial 11.1 i0.8 11.0 9.9 4.5 82
Severe’® 1.7 4.7 2.7 2.3 13.6 59
Blind* 1.7 11 1.5 3.9 2.1 3.4
Unknown 1.0 1.9 1.3 0.0 0.0 o.c
Extent
Hearing 6.5 8.3 7.4 3.0 20.8 9.3
Impairment
Partial® 5.5 5.8 6.3 2.8 203 8.4
Severe? c.0 1.3 0.4 0.2 0.4 0.2
Deat’ 0.0 1.2 0.7 0.0 2.1 0.7
Regquires Assistance with:
Bathing® 78.9 84.9 80.8 77.0 83.5 791
Dressing® 60.1 51.8 57.¢8 62.0 67.2 63.6
Eatirg® 233 22.4 230 36.8 30.9 34 9
Toileting Frobiems
Daily 25.7 21.4 24.3 24.2 28.3 25.5
Problem?
Several 2.6 1.0 2.1 1.8 6.8 3.4
Times/Week
Once/Week 0.7 1.4 0.9 2.9 3.1 349
< 1/Week or 3.0 2.8 29 3.8 4.2 3.9
unknown
frequency

"Requires assistance of another individual or of special equipment (including whaelchair iIn moving
irom piace 1o piace).

2Cannot read newspaper print but can watch TV at 8-12 feet.

ICannot watch TV at 8-12 feet, but recognizes familiar people at 2-3 feet.
“_ess usable vision than severe visual impairment,

SCar. hear most of the things a person says.

“Can only hear a few words a person says cf ioud noses.

‘Less auditory acuity than severe hearing impairment.

fRaspondent asked if subject aver requires any assistance

“Incluces ostomy, catheter, or other device.
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cautious 1o recognize that definitions of whether assistance is needed may reflect institutional
orientations and philosophies as well as the limitations of the individual residents.

Toileting problems of residents were reported to be essentially the same in both 1977 and 1985,
In both years an estimated one-quarter of nursing home residents with mental retardation either had a
bladder control problem involving at least a daily control problem or had an ostomy, catheter, or other
device. In both years an estimated two thirds of nursing home residents had no significant bladder
control problems (incidents less than weekly). This appears generally equivalent to the 68% of persons
with mental retardation in mental retardation faciiities who were reported to have "no difficulty* in using
the toilet without assistance.
Facility Certification

The 1985 NNHS estimated that about three-quarters (73%) of persons with mental retardation
in nursing facilities reside in facilities which are Medicaid certified as Intermediate Care Facilities (ICF)
and/or Skilled Nursing Facilities (SNF). This compares with about 88% of all nursing home *beds’ with
Medicaid certification. The estimate from the 1985 National Nursing Home Survey of 29,200 ICF and
SNF residents with mental retardation is qune similar to 28,600 perscns with mental retardation reported
to be in ICF and SNF certified nursing homes in the Inventory of Long-Term Care Places.

Despite considerable atteniion to the question of appropriateness of nursing homes for the long-
term care of persons with mental retardation, their use changed very littie in the years between 1977
and 1985. In 1977 residents with mental retardation were estimated to number 43.800; in 1985, 40,500.
As in 1977 nursing homes remained a significant source of long-term care for persons with mental
retardation, housing an estimated 14% of the nearly 300.000 persons with mental retardation living in
icensed supervisec residential settings (i.e., menial retardation and nursing facilities combined).
Between 1977 and 1985, state institution poputations decreased from 150,000 to about 100 000, while
nursing home populations of persons with mental retardation changed relatively little.

Perhaps the most significant recurning findings of the National Nursing Home Surveys have

regarced the relatively low prevalence of substantial physical an sensory fimitations of residents with

125



mental retardation, the limited involvement in therapeutic services, and the similarities in reported *need
for assistance® with basic activities of daily living between residents of nursing homes and ICFs-MR.
These statistics suggest that nursing homes have changed very liitie in the past decade in response
to the important questions being asked about their general appropriateness or special role in
responding to the needs of persons with mental retardation. They would appear to provide ccnsiderable
support for the reviews required in P.L. 100-203 for persons with mental retardation and related
conditions. Based on medicai needs and on physical/sensory limitations estimated in the National
Nursing Home Survey it would seem unlikely that such reviews would find a substantial proportion of
the persons with mental retardation and reiated conditions in nursing homes more appropriately served
in nursing facilities than mental retardation facilities. Still, it remains to be seen what impact this law
will have on nursing home placements, especially since individuals who have been residing in a nursing
facility for 30 or more months (an estimated 67.7% of all nursing home residents with mental retardation
in the 1985 NNHS) will be given the choice of remaining in their present facility. The law aiso requires,
however, that those who remain must be provided a program of active treatment,

Appropriateness of nursing home placements. The 1985 National Nursing Home Survey and
1986 Inventory of Lony-Term Care Places were consistent in indicating that nationwide about 40,000
persons with mental retardation are residing in nursing and personai care homes, and that about 29,000
of those persons are residing in SNF and ICF facilities. A recent survey of the *Alternative Disposition
Plans' for nursing home residents with MR/RC (NASMRPD, 1989b) estimated from the reports of 45
states that there were 44,910 residents with MR/RC in nursing homes nationwide. in contrast to general
censistency In estimates of the number of people w.th MR/RC in nursing homes, ILTCP indicated great
diversity among the various states in the extent to which nursing homes are used to hcuse persons with
memntal retardation. The ten case study states illustrated similar diversity among states in nursing home
resident population.

The majonty of the ten case study states reported that they had placed indwviduals with mental

retardation in nursing homes relatively sparingly, or at least had never instituted a concerted policy o
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use nursing homes as a primary placement option. Indiana, on the other hand, has used nursing
homes extensively as part of its residential care system. Although it is no longer the state's policy or
practice to place persons with mental retardation in nursing homes, marny current residents have been
identified by the HCFA Regional Office (Region V) as being placed inappropriately, and the state
assumes that many if not most of the current estimated 2,000 nursing home residents with mental
retardation will need to be transferred. Texas aiso has a large population of nursing home residents
suspected 10 have mental retardation or other developmental disabilities (reported by the State in its
Alternate Disposition Plan to number up to 3528), but it began an initiative in 1982 to transfer some
nursing home residents found to be inappropriately placed and to develop a more extensive pre-
screening activity. California has about 2,000 residents with mental retardation in state institutions with
SNF certification and anticipates recertification of those facilities as ICF-MR, as well as the need to
transfer 350-400 additional private nursing home residents with mentai retardation and related conditions.

Other case study states report significant, but more limited populations of persons with mental
retardation and related conditions in nursing homes. But more importantly states report efforts to ensure
reduction of inappropriate nursing home placements. Several states note that without mandatory pre-
screening for all nursing home placements, families have continued to negotiate placements directly with
nursing home operators, especially in states where many nursing home beds are available. This
practice is exacerbated in areas where more appropriate placements within the mental
retardation/developmental disabilities systems are not available. To respond to tendencies for persons
to seek nursing home placements, many states have improved pre-screening activities with respect to
appropriateness.

Other efforts have been instituted to discourage inappropriate nursing home placements, such
as improved outreach regarding community service avaiiability. Some states also have attempted to
improve involvement of nursing home residents with mental retardation with the community-bas.2d
service system. For exampie, case .1~~3gement has been provided by the local MR/DD authorities 1o

nursing home residents in Colotado since 1983, and about half of the residents with mental retardation



and related conditions who live in nursing homes are participating in oft-site community MR,DD day
programs.

Many states have used nuising homes relatively sparingly as a residential care setting for
individuals with mental retardation, with most nursing home placements limited to individuals in need
of 24-hour nursing care and/or persons who are elderly. Individuals with other developmental disabilities
may have been more likely to be placed in nursing homes; however, in many states placements of
these individuals are not coordinated by the same agency that oversees the residentiai care of people
with mental retardation. Several states which had previously placed large numbers of non-elderly
individuals and those with less significant medical needs have taken steps to reduce the inappropriate
utilization of nursing homes for such individuals, either upon the initiative of state government or as
required by the Health Care Financing Administration.

The relative strength of the nursing home industry appears to be a factor in the extensiveness
of nursing home utilization for individuals with mental retardation. For exumple, in Indiana, the nursing
home interests were able to persuade the legislature to permit conversion of existing SNFs and ICFs
to ICFs-MR, rather than requiring that people found by HCFA to be inappropriately placed in nursing
homes be transferred to other residential care settings. Lack of control over nursing home placements,
in particular those arranged directly between family members and nursing home operators, has also
been a problem in some states. This is currently being in addressed by Florida and other states by
new laws or regulations requiring approval by the state MR/DD - gjency for nursing home placements
of individuals with mental retardation. However, states appear overwhelmingly committed to respond
to the need to find alternative pilacements for nursing home residents with the deveiopment of
community-based alternatives. For example, there were no indications of a tendency within the MR/DD
agencies of the case study states to support responding to the major problems they face under P.L.
100-203 through the expediencies cf recertification of nursing homes or units of them as ICF-MR.

In sum, the general trend among the states, beginning prior to the enactment ¢f the federal

nursing home reform legislation 11 OBRA 1987 (P.L. 100-203), has been to consider nursing homes an



inappropriate placement for almest all individuals with mental retardation and other developtiental
disabilities unless they require skilled nursing care; many states are also developing alternatives for
medically fragile individuals (e.g., the new ICF-DD-N program in California). At the same time, there is
considerable uncertainty in many states as to the full implications of P L. 100-203 in relation to the
individuals currently placed in nursing homes, as discussed in the following section.

Since the enactment of P.L. 100-203, most states have taken steps to assess the current
implication of the law on nursing homes for individuals with mental retardation and other developmental
disabilities. Some states already have developed preliminary estimates of the number of indiviguals with
mental retardation and other developmental disabilities who would most likely have to be moved from
nursing homes to other residential care alternatives, i.e., those who have resided in the nursing home
less than 30 months; are not elderly; and/or who o not require 24-hour nursing care. Among the case
study states, by October 1988 all ten had prepared .t least a preliminary estimate (such as a file review
of Medicaid-funded nursing home residents by primary diagnosis) of the number of persons potentially
needing new placements. These estimates, generally 30-40% of persons with MR/DD living in nursing
homes, ranged from 230 (Minnesota) to about 2400 (Indiana). Nine of the ten case study states
reported they were in the process of a more detailed assessment. The tenth state, Indiana, had
previously completed a detailed assessment of nursing home utilization for individuals with mental
retardation and related conditions in conjunction with earlier federal reviews that found that nursing
homes were being used inappropriately as placements for this population. Indiana's 1986 nursing home
review identified 2.377 individuals with mental retardation and other developmental disabilities who were
under the aje of 65 and with no primary medical conditions.

Issues and effects of P.L. 100-203. The issues of greatest concern to the states in the
implementation of P.L. 100-203 revolve around the requirement that residents with mental retardation
receive active treatment. Specific concerns include guestions as to v/o can provide the active

treatment, in particular whether it can be delivered on-site by nursing home personnel. The resolution
P y D

129



of these questions will have significant impact on the requirements states must meet in implementation
and therefore the costs of implementation.

Many states with mental retardation (as opposed to MR/DD or developmental disability) agencies
are facing some coordination issues in relation to the review and alternative placement of individuals
with developmental disabilities other than mental retardation. Responsibility for these individuals i3
unclear in some states, or may be divided among multiple agencies. Although the mental retardation
agency may have the lead on the overall implementation of P.L. 1Ct;-203, it may have had no role in
the nursing home placeinent of individuals with developmental disabilities other than mental retardation,
nor have any involvement in whatever community-based alternatives might be available to them. Indeed,
in some states historical distinctions between mental retardation (served by the mental retardation
agency) and other conditions now considered developmenta! disabilities may have contrituted
substantially to the problem of inappropriate nursing home placement, and are expected to create
ambiguities with respect to what services are appropriate and which service systems wculd best meet
the needs of certain individuals.

Reqardless of a state’'s MR versus MR/DD orientation, program agencies in many states are also
projecting increased involvement in screening future nursing home placements, 10 avoid inappropriaie
utilization, such sc.eening is an additional requirement of P.L. 100-203. It is common in Mmost states for
families to be able to arrange for aursing home placements for their relative with mentai retardation and
related conditions outside the purview of the MR/DD service system. States are expected to develop
a variety of ways to control families’ access to nursing home placements over the next few years.

Most states are unsure of the likely effects of implementation of P.L. 100-203 on their resider.al
service systerns. Most of the case study states, for example, are waiting for the analysis of the more
detailed assessments underway .n order to develop plans based on specific estimates of the number

ot individuais whao will require alternative arrangements. States which have developed preliiminary plans
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faclity utilization, use of the HCBS waiver. At least one of the case study states (Flonda) i1s planming
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to develop a separate waiver target to clients moved from nursing home placements. Some states plan
to at least consider the conversion of SNF/ICF certified units to ICF-MR; however, other states are
opposed to this approach.

Some states are relatively unconcerned about the potential effects of OBRA implementation on
the residential care system, either because they have already taken steps to address the nursing home
placements issues (e.g., Indiana) or because the number of nursing home piacements--especially recent
and nonelderly placements--is small (e.g., Mississippi). Cther states, however, are very concerned
about the potential impact on their overall MR/DD residential care system. Among the case study states,
for example, Connecticut feels that the diversion/alternate placement of nursing home residents will
consume all the resources for community-based services development and community residential facility
openings, resutting in lack of services for community consumers. For example, among the case study
states Texas projects up to $90 million in additional costs if the state were required to relocate the

present MR/DD nursing home residents.



PART Vi: OTHER MEDICAID OPTIONS

Background

Medicaid law distinguishes two types of services. One type, ‘mandatory services," is required
to be provided to categorically eiigible people (i.e., aged, blind, disabled, member of families with
‘dependent children," and other groups of children and pregnant women who are in poverty as defined
by S.5.1. or AF.D.C. eligibility) by all states participating in Medicaid. Mandatory services include
physician services, inpatient and outpatient hospital services, early and periodic screening, diagnosis
and treatment of children, laboratory and X-iay services, skilled nursing facility (SNF) services for adults,
and home health services for persons wt.0 would otherwise be entitled to SNF services. States also
have the option of providing Madicaid reimbursement tor a broad range of additional services to
Medicaid-eligible individuals, in addition to the mandatory services. (ICF-MR and ICF-general are among
the 32 optional services states can choose to offer.) Certain basic health-reiated optional services are
provided by states to their Medicaid efigible citizens universally or nearly so (e.g., optometrist-eyeglasses
services, prescription drugs, clinic services, emergency hospital services, dental services, prosthetic
devices), albeit with varying leveis of coverage as determined by the individual states. Many persons
with mental retardation and related conditions living outside of Medicaid certified institutions, as well as
many residents of certified facilities, benefit directly from a range of mandatory and state-option basic
health services in almost all states by virtue of their usual eligibility for Medicaid (i.e., being peogle who
are both disabled and low income). These Medicaid services contribute in imponant ways to the well-
being of persons with mental retardation and related conditions.
Other Options for Persons with Mental Retardation

In addition to the general benefits persons with mental retardation and related conditions derive
from basic Medicaid health service options, there is a range of Medicaid options of specific interest to
state MR/DD and Medicaid agencies for their ability to respond to the specific needs cf persons with
developmental disatilities. Several optional services within the Medicaid program have been identified

by states as resources for assisting individuals with mental retardation ar:d other developmental
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disabilies and their families, in paricular case management, personal care, habilitation/rehabilitation
services, and opticnal extension of categoricai eligibility to non-institutionalized children with disabilities.

based on the state surveys, many states are currently inciuding these options or are considering
them for future state Medicaid plans, as iollows (*indicates a case study state):

. Case Management (AL, CA* CO,* FL* GA, HI, IL, ME, MD, Mi, MS,* NE, OR,* NE, PA, 5C, TX,*
UT, VT. WV, VT)

. Personal Care (AR, LA, ME. MI, MT, NY,* WV, WI)
« Habilitation Services (AR, GA, IL, ME, TX,* WV)
- Eligibility for Disabled Children (AR, MI, MN*)

The Medicaid optional service of greatest interest to states in relation to their MR/DD service
system is case management. Targeted case management services were added as a Medicaid option
in 1986 (P.L.99-272). Section 1915(g) of the Social Security Act, as currenily amended, permits states
to claim Medicaid reimbursement for case management provided to targeted groups of Medicaid-eligible
people in order to "assist individuals . . . in Qaining access to rneeded medical, social, ecucational and
other services." This specific authorization makes the option considerably more attractive iri that
ambiguities around its qualifications for reimbursement have been removed. There is some interest in
the financing of other services through the Medicaid program as part of state MR/DD service systems,
such as rehabiltation services. clinic services, and the home care option permitted by TEFRA., These
services are not expected ic affect significantly the projected utilization of residential care services,
except to the extent that the availability of community-based seivices permits expanrd«d use of options
to institutional care or permits more individuals to receive home-based services that may serve at least
‘0 defer requests for residential care outside the home. In general, however, siates seam to be taking
a cautinus approacn to the expansion of Medicaid optional services, associated in particuiar with
concerns that states not increase their obligation significantly for the non-tederal Medicaid match.

Case management. in all 22 states reported they were using or were presently considering the

use of the case management option. Among the case study states six of the ten (California. Colorado.
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Florida, Mississippi, Oregon, and Texas) either currently include case management as an optional
service or plan to add it to their state Medicaid program. Mississippi already is providing Medicaid-
financed case management to individuals with mental retardation as a discrete optional service. Oregen
includes case management within its Medicaid administration plan, an optional approach used by
several states which does not require the designation of targeted case management as an optiona!
service. Three adaitional states (California, Colorado and Florida) plan to add case management to their
state Medicaid program in the near future. California is currently appealing HCFA's initial refusal to
approve their addition of this option. Of course, case management is a central and widely 1isea pan
of the mental retardation services system in virtually all states, regardless of its status as a Medicaid
optional service. As such it is used to promote appropriate utilization of the ICF-MR program and
alternative residential care options as part of the initial assessment and screening process and
throughout the period of residential service utilization. it is aiso critical to the plarining, authorizing
and coordination of basic nonresidential services and supparts. Case management may reduce the
demand for residential care in some instances, {or example, by arranging for home-based or community-
based services that oermit the individual to remain in the family setting. Case management may further
reduca or delay demands for long-term care vecause of its basic role in the authorization, delivery and
monitoring of services and because case management has ccnsiderable potential to promote an
individualized aporoach to services. Continued growth in the use of the targeted case rmanagement
option is likgly to occur in the apsence of particularly difficult experiences by the states first exploring
this relatively new option or major refonn of the whote Medicaid program for persons with mental
retardation and related conditions,

Personal care. Personal care services can be reimbursed by Medicaid it prescribed by a
physician in a Medicaid individual's plan of care, supervised by a registered nurse and proviced in the
individual's home by someona other than a family member. Only 25 states utiiize this as a separate
Medicaid option, although some personai care services may be covered under other service categories,

such as home health care, 1 some states. In most states offering personal care in ther Medicaid
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program the service is generic, that is, it is provided without differentiation for specific categories of
Medicaid-eligible populations. For example, one of the largest personal care programs is found in
Texas, with total Med:caid expenditures of nearty 30 million dollars and nearly 29,000 total recipients in
£Y 1987. Persons with mentzi retardation are eligible for the program, but on the same basis as oiher
citizens, that is, because of specific medical needs. (Presurnadly most states utilizing this option would
include within its generic application peopie with medical needs who happensd to be mentaily retarded.)
Nine state MR/DD agencies did report specific uses for persons with merital retardation and related
conditicns. Frequently states that use persona! care in a focused way for persons with uevelopmental
disabilities serve persons on the "fringes' cf the population ot persons with mental retarcation ard
related conditions, often peopie with severe physical disabilities. But New York reports personal care
to be an important option for persons with mental retardation and other developmental disabilities and
one fcr which need is considerably greater than supply. Micrigan is another state that has considerable
successfal experience in using the personal care ogption for persons with develepmental disabilities.

Day habilitation. Medicaid reimbursement for daytime developmental services is available for
persons in ICF-MR facilties for both facility provided and off-campus ‘active treatment” programs
delivered by another provider through a service contract. Many states also provide daytime
ceveiopmentai services as part of their Medicaid waiver programs. In addition, a tew states attempt to
gather Medicaid reimbursement tor community-based day pregrams under the Medicaid optional *Ciinic
Services' or the °Diagnostic, Screaning, Preventive and Rehabilitaiive Services® in their state plans.
Because of these vanous ways of funding day habilitation services, there 1s often confusion about the
extent to which states fund habilitation under Medicaid options other than the ICF-MR and Medicaid
wdiver programs.

The appropriateness of the *Clinic Services® and *Rehabiliation Services® opticns for davtime
develcpmental sarvices has been a point cf contention between HOUFA and vanous ndividuai siates
throughout much of the 1980s. The Medica‘a waiver provided a clearly authonzed ziternative tor funaing

habiitation services to vhich many states have turned in recent years  The problem for states s, of
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course, that mos: find themselves significantly limited in the number of individuais living at home or in
noncertified comimunity-based residential settings that they can serve through the Medicaid waiver,
because of its cost-neutrality requirements. States therefere continue to show interest in the Medicad
options as & means of funding day habiiitation services. Among states utilizing the;e options is Georgia.
which currently covers various therapeutic, rehabilitative counseling, diagnostic assessments, and case
maragement services unde: outpatient clinics in its Medicaid state pian, as do Arkansas, Maine and
West Virginia. Texas is currently subrmitting a State Plan amer.dment ‘o provide day habilitation as weil
as other services under the rehabilitation services option for persons with MR/RC and with mental
ilness. ilinois recently (1987) began a program to fund day habilitaticn pregrams for many irdividuals
with mental retardation living in nursing homes. This is a case where the wawver cannot be used
because the people still live in Medicaid facilities and ‘active treatmenrt® services are not otherwise
autharized for reimbursement because the tacilities are not ICFs-MR.

Eligibility for disabled children (TEFRA). The 1987 Tax Equity and Fiscal Responsibility Act
(TEFRA) gave states the option of provicing Medicaid services 10 disatled children and youtn living
at home. Although nct an optional service per e, it is an importani state option with respect to
Medicaid coverage of services for children and youth with significant imparments, including mental
retardation and related conditions. It allows states to extend Medicaid categoiical eiigibility to children
and vouth wno would meet the level of care requirement for instituticnalization and would oe eligible
for Medicaid if they lived in an institutron. In other words, children with disabilities do not have to be
placed in a hospital or other medical care facility in order to be eligible for Medicaid, even if the family
does not meet income and resource standards. Services that can be offered under this opticn can cnly
be those generally available under the state plan, that 1s, the stale cannot offer specific services to this
group of children ard youth, Further, it a staie uses this option, the availaole services must be made
available to all eligible children and youth, a provision which may make it less attractive than the use
of the "model* waiver for such children, which states are permitted to himit in very significant ways,

including specific cnaractenstics of pecple covered, Curreni situations of people covered, total number
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¢t people covered (1o a maximurn of 200), and the specific services to be covered. While 22 states
report use of the TEFRA option, onrly three states reported current use Jf the TEFRA option specifically
for children with MR/RC (Arkanzas, Michigan, and Minnesnta). As a new option within the states, it was
difficult 1o estimaze its lirely eventual iinpact. Minnesota’'s respondent did note that a gisappointingly
small number of people had taken advantage of the cption to d=2te.

Factors affecting use of options. State decisions about the use of Medicaid optional services
tc finance services 0 individuals with mental retardation and cther developmental disabilities raflect
consideration of a mix of financial and programmatic issueg, and a good deal cf uncertainty. Among
some of the case study siates, the positive aspects of the state opticns include 1) their providing FFP
to improve and expand individualized community-based services, partic! .arly to persons living at home,
and 2) their potential for contributing to the reduction of nead for residential care services, aithough
there was little certainty about this as a sure outcorie. On the other hand, several states are concerned
about the overall increased siate cests, despite the increased FFP. This is more a cencern where
programs are new (e.g., TEFRA), as opposed to existing services for which states have much history
of providing them (e.g., case management, day habilitation), and where the issue 1s largely one ot
financing. But even amonrg existing services there was concern that the federal requirements 2ssosiated
with some of the optional services couid increase their cost to a point beyond what would be cifset by
the federal cosi-share. State MR/DD agencies also note tnat optional services under Medicaid are often
more medically oriented than is apnropriate for the vast majority of individuals with mental retardation
and other developmental disabilities. For exarmple, Oregor: decided not to add the personal care option
for this reason akcr reviewing the relevant requirements. A few states have noted past or current
feceral control and oversight of state actr.aies as a iactor which discourages them from using Mecicaid
optional services as par of tmeir MR/OD service svsiern. States were also cuncerned acou. the extent
to which HCFA would accept the tailoring of optional staie services in response 1o the specific needs
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Effects of options on ICF-MR and other services. States tend to see the other Medicaid
options as potential resources for funding elements of 1heir community-based MR/DD service system.
In general states comment that if these *other* Medicaid options have any effect on Medicaid long-term
care utilization, they do so by delaying placements rath.er than permanently preventing them, If actually
achieved, this has two important benefits for states. First, it effectively reduces the overall needed
capacity of long-term care, by increasing the average age at which people enter res‘dential care and
therefore the total nunber of years they spend in it. Minnesota specifically noted that it expects
eventually that the TEFRA home care option will have just this effect. It also helps states deal with the
immediate pressures of unmet need. (People may not get what they want, but they can get scmething
that helps.) This is especially true in situations where services to children with developmental disabilities
and their families (including special education provided through the public schoo! system) are proving
extremely effective in reducing the use of out-of-home placements, but where adult services openings
are not available wr.en families find tne time appropriate ior out-oi-home placement of their young adult

relative (Minnesota, Oregon).

139



PART VII: SUMMARY AND CONCLUSIONS

Title XIX of the Social Security Act (Medicaid) provides most federal funding to suppon services
for persons with mental retardation and related conditions (MR/RC). The Intermediate Care lacilities
for the Mentally Retarded (ICF-MR) program is the largest of all Meciicaid programs for persons with
mental retardation and related conditions. Enacted in 1971, largely to assist in correcting the deplorable
conditions then existing in public institutions, it has been the focus of considerable attention in recent
years. A nuraber of reasons can be cited for widespread interest in the program, including 1) the size
of ICF-MR expenditures ($5.6 billion in Fiscal Year 1987); 2) the rate of growth in ICF-MR expenditures
(from $1.1 billion in fiscal year 1977 to $5.6 in fiscal year 1987); 3) the growth in the total number of
ICF-MR beneficiaries (from 106,166 on June 30, 1977 to 144,350 on June 30, 1987); 4) the high average
cost per beneficiary (about $37,600 per person in FY 1987); and 5) its institutional orientation at a time
when professional opinion, research findings and changing patterns of residential services delivery all
strongly favor noninstitutional care (in FY 1987, 86% of ICF-MR expenditures went to facilities of 16 or
more residents).

Today states are looking for ways to increase the invoivement of the federal government in
providing community-based services. There is widespread concern that the ICF-MR program, now
nearly two decades 0ld, is out of step with the prevailing standards for residential and related services
for persons with mental retardation and related conditions. Much of the contemporary interest in the
Medicaid Home and Community-Based Services (HCBS) waiver reflects the perception that it is a much
more appropriate model of federal financial cooperation in providing the kinds of individualized,
community-based services favored by most states. The HCBS waiver was authorized by Congress in
1981 to permit states to finance through Medicaid certain Home and Community-Based Services for
persons with MR/RC who would otherwise face institutionalization. The waiver has responded to many
of the specific criticisms of the ICF-MR program by supporting community-based alternatives to

institutinnal care. However, because its initial purpose was to reduce overail long-term care Costs. it
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places significant limitations on the extent to which it can be used by states to expand opportunities
for people with MR/RC 10 live in ccmmunity settings.

Today virtually all states are moving lily to increase community living opportunities and
decrease institutional placements of their citizens with MR/RC. A wide range of statistics can be cited
to show the rather dramatic changes in the kinds of housing provided to persons with mental retardation
and related conditions. Perhaps most notable is that the service system for persons with MR/RC in
most states serves more people living in community sattings (homes with 15 or fewer people with
disabilities) than in institutions. Community services have become the norm. This trend has been
supported by a substantial and growing body of research showing significant benefits of community
v 3 institutional living in important areas, including development of basic skilis of daily living and
involvement in culturally typical activiies. With only a few exceptions, states demonstrate commitment
to continuing deinstitutionalization along with expansion of community living opgortunities for their
citizens with MR/RC. Since 1967 there has been a continuing reducdon in the use of large state
institutions, from an average daily population of 194,650 in 1967 to 151,532 in 1977 to 94,696 n 1987.
Over the past 10 years there has been a rapidly increasing number of people in facilities of 15 and
fewer residents, from 40,433 in 1977 to 63,703 in 1982 to 118,570 in 1987.

Despite the major success of states in achieving the nearly universally held goals of institutional
depopulation and community services development, states consistently note two broad problem areas.
States consistently describe themselves as having insufficient resources to fully meet goals for
developing community services, particularly as institutional expenditures continue to increase despite
decreasing populations. States are also faced with extensive waiting lists for community residential care
and other adult services wnile lacking resources to respond effectively to the magnitude of needs.

States ciearly are in need of and seek expanded federai participation in providing community-
based services. When Congress created the original Medicaid ICF-MR benefit it clearly intended to
promote the prevaiiing state-ci-the-art in service delivery. in the two decades that have [ollowed the

state-of-the-art has changed dramatically, and in its pursuit most states find the (CF-MR program to be
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of diminishing value. The vast majority of states would weicome a renewed and updated commitment
by the federal gove nment ta promoting the prevailing standards of service delivery.

Statistics support the perception that the ICF-MR option is decreasingly useful within the
contemporary services system. For example, after rapid growth following enactment, the ICF-MR
program in the past several years has hardly changed at all in the number of people served and is
projected to decrease in persons served by June 1990. From June 30, 1977 to June 30, 1982, the
number of ICF-MR facility residents grew from 106,166 to 140,684 (33%). In the subsequent 5 years,
iCF-MR facility residents grew only another 3,666 persons (2.6%) to 144,350 on June 30, 1887. The
number of ICF-MR residents actually decreased in a majority of states from 1982 to 1987. States project
that between June 30. 1987 and June 30, 1990 ICF-MR populations will decline by about 3,400 residents
(2.3%). But despite stable numbers of ICF-MR residents, ICF-MR expenditures have continued to
increase rapidly. Total ICF-MR expenditures for fiscai year 1987 were $5.6 billion, compared with $3.6
billion in 1982. ICF-MR per beneficiary costs in fiscal year 1987 were about $37.600. This compares
with $10,300 in 1977 and $25,600 in 1982.

Clearly the Medicaid program with the most widespread philosophical and programmatic
attractiveness 1o states today is the Medicaid waiver. Since enactment in August 1982, the Medicaid
Home and Community-Based Services (HCBS) waiver has become of significant and growing imponance
to state MR/DD service Systems. States with HCBS authority and those in the process of applying for
it cite its flexibility, its support of community-based residential options, and its availability for services that
may obviate or delay institutionaiization as its mmajor strengths. Recent national trends in state utilization
and observations by states regarding Medicaid Home and Community-Based Services support the
general observations of state respondents regarding the program. For example, the number of states
participating in the program is increasing. On June 30, 1988 a total of 40 states were providing Home
and Community-Based Services to persons with mental retardation/developmental disabilities. In the
tour years following enactment, Meaicaid HCBS waiver participation weii from zero 10 nwver 20.000

persons served Between June 30, 1985 and June 50 1687 the total number of waiver service
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recipients grew only 8% (to a total of 22,700), but the relatively low rate of growth was due primarily to
a huge reduction of about 4,350 beneficiaries in Florida. Excluding Florida, total waiver recipients grew
by 26% between June 30, 1985 and 1987. Statistics for FY 1988 show a large one y2ar increase in
both waiver beneficiaries and expenditures. Reported waiver recipients for FY 1988 increased to 29,450
from 22,700 in FY 1987 (29.7%). Expenditures increased to about $450 million (from $294 million)
during the previous year.

One reason for the attractiveness of Medicaid waiver services is their very favorable cost
comparison with ICF-MR services. Average annual HCBS costs in 1987 were about $13,200 for each
recipient. Comparable costs for ICF-MR services in 1987 were $37,600 per recinient. But most
commonly states see the strength of the HCBS waiver to states as its consonance with their policy
cbjectives. In recent years states have focused the policy objectives primarily on areas of communiy
and family living and on developing arrays of services that respond to individual characteristics and life
circumstances. The flexibility of HCBS is virtually universally acknowledged by states as permitting them
to pursue these goals with much needed federal financial participation in ways not possibie under other
Medicaid programs. The waiver has also helped states to demonstrate the potential of smali, non-
institutional residential options for people with the most severe disabilities, including challenging physical,
health and behavioral conditions.

The primary limitation seen with the Medicaid HCBS waiver is the cost-neutrality requirement.
States participating in the HCBS program, as well as those who do not, cite restrictions in waiver
expendcitures to savings in institutional expenditures as the program's major limitation in assisting them
in providing the services needed by their citizens with MR/RC. This limitation has resuited in th2
restriction of available funding, in the number of persons aliowed to benefit, and in many states in the
characteristics of persons allowed to benefit. In a few states people with seveie cognitive, physical
and/or behavioral impairments are reported to have limited access to community services because of

e Mmoo e e e
T meliCaia waiver 5&ivices.
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There will be continued evolution of long-term care systems toward a predominantly community
orientation. By Fiscal Year 1987 the average daily population of state institutions had decreased to iess
than half the population of 20 years earlier, with only 37% of the June 30, 1987 residential populations
housed in state institutions. By June 30, 1990 states project that 31% of their residential populations
will be housed in state institutions. On June 30, 1987, 46.5% of all persons in residential settings for
persons with mental retardation were living in small, community settings, and states project that by June
30, 1990, 53% will be in small community facilities. Even from among their nursing homes, which have
had relatively stable populations of about 40,000 residents with mental retardation since 1977, states
will be compelled under P.L. 100-203 to move thousands of individuals with MR/RC into mental
retardation facilities. With important federal financial assistance through specialized waiver programs,
most will enter community settings. Lommunity services are no longer an alternative to institutional
care, in most states they are the primary mndel of care. Findings of this study suggest urgency in the
federal government's recognizing a future in which community care will be increasingly predominant by
reforming Medicaid in ways that assist in responding to the serious problems facing states in delivering
community services.

There are currently before Congress two major legislative proposals that are intended to respond
to the problems now facing states; they are the Medicaic Home and Community Quality Services Act
of 1989 (S. 384) and the Medicaid Community and Facility Habilitation Amendments of 1989 (H.R. 854).
Both contain features that would be attractive to most states in responding = ihe problems presently
affecting them. But both also contain features regarding which some states ieel considerable ill-ease.
In the concluding pages of this report, problems currently facing states are rearticulated with attention
to how these two current Medicaid retorm bills respond to them.

. States need a form of financial participation from the federal government that is not determned by
where one is placed. The level of participation of the federal government in institutional programs
through Medicaid is much greater in tctal funds and proportion of beneficiaries than community -
based programs. While 88% of all residents of large institutions are in Medicaid-funded ICFs-MR,
only about a guaner of comimunity faciity residents had Medicaid participation in their care rom
either the ICF-MR or Medicaid waiver program. The primary source of federal ccntribution to

community living for persons with mental retardation remains SSI. But its federal contribution to
community living for nersons with mental retardation was about one-fifth the average daily ICF-MR
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federal contribution in fiscal year 1987. States are reluctant to develop small facilities meeting the
institutional ICF-MR standards simply to attain federal cost-shering. They note preference *or service
decisions based on the principles of individualization, purchasing services rather than facilities, and
maintaining flexibility in program options. But they observe that it is not fiscaily possible to base
policy strictly on such factors when large amounts of federal financiai support lie in the balance.
Both current Medicaid reform proposals would offer significant improvements in states’ ability to
obtain federal financial participation for services based on inuwidual need rather than place of
residence.

States need flexibility in the services they may provide under Medicaid. States nearly universally
view their experience with Medicaid Home and Community-Based Services as positive. Criticism
of the program is largely limited to administrative issues related to its limitations on expenditures and
its temporary approval provisions (3 years for new applications, 5 years for renewals). Most siates
are philosophically committed to providing services and suppors based on individual needs. When
presented with a specific legislative proposal providing broad flexibility in the range of services that
could be offered under Medicaid (S. 384, the Medicaid Home and Community Quality Services Act
of 1989), 38 of 51 state respondents in 1988 indicated agency support of the legislation as an
aiternative to present policy. The fact that 40 states are now providing Medicaid Home and
Community-Based services under the *‘waiver’ option despite financial limitations suggests that H.R.
854 would be highly attractive among states. Reservations exist among states with both pieces of
legisiation. Many states are concerned about limitations on FFP for larger facilities in S. 384, States
have many reservations about the proposed *federalization” of standards and quality assurance for
community-based services under H.R. 854. But despite these reservations both proposals represent
reform that would assist the vast majority of states already committed to community service
development.

The rates a. which a few states are creating community living opportunities for their citizens suggests
a possible desiraoility of proactive federal involvement. A substantial body of research shows
substantial and consistent benefits accrue to people with mental retardation when they move from
large institutions to community facilities. In the Developmental Disabilities Assistance and Bill of
Rights Amendments Act of 1987 Ccngress noted that ‘it is in the national interest to offer persons
with developmental disabilities the opportunity, to the maximum extent feasible, to make decisions
for themselves and to live in typical homes and communities where they can exercise their full rights
as citizens." Very impressive progress is generally being made in this direction national'y and in
most states. But in a number of states, this *national interest® is being poorly attended to. H.R. 854
contains no preferential incentives for community-based care. but it does attempt to simply *level
the field® between Medicaid support of institutional and community services. As such H.R. 854 may
be sufficient to er.courage staies to move in the direction ostensibly supported by Congress and
clearly supported by prevailing professional standards. However in some states incentives to reduce
institutional populations by reducing real dollar federal contributions for institutional care as
proposed in S. 354 may more directly promote the national interest as defined by Congress. One
problem with an effective nominal dollar cap on institutional expenditures is that it would reduce real
dollar federal contribuiions for institutional care in a substantial number of states that are already
decreasing institution populations, tut are alsu simultaneously attempting to upgrade services in all
or some of their institutiorial settings. It may be possible to develop compromise between tne
indifference of H.R. 854 to continued institutionalization of people with MR/RC and S. 384's likelihood
of reducing federal funding needed to maintain or upgrade current services in large faciities in some
states that are actively pursuing deinstiutionalization. For example, a modest compromise would
be to allow a state's rate of depopulation of large facilities tc serve as a credit to balance up to an
equal amount of Increasead Nstitutonal expenaitures, At rates of insttutonal gepopuianon INcurrec
over the past 10 years, such a pian wouid add less than 5% to the costs of S 384, while
mamtaining substanual imits on the potential increases in inshitutional expenditures under H R 854
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States need substantially increased sources of funding for community services to meet current and
projected needs. Most states are currently repcrting supstantial numbers of persons awaiting entry
into their services system. They also note substantial difficulties in obtaining funding to cover the
costs needed to sustain existing and neeced community services for people leaving state
institutions. Because of a shortage of fi_1ding states observe a wide range of problems including.
insufficient number of programs are being developed, community facilities are inadequately
compensated, community staff are considered underpaic with related problems of staff turnover,
inadejuately qualified staff, and insufficient funding for staff training. Both S. 384 and H.R. 854
would be sources of significantly increased funding for community services that would assist greatly
with these problems. But toth would, of course, require state funding to ‘leverage' the federal
financial participation. A particularly difficult problem reported by states in increasing state resources
to suppert community services has been their inability to reduce institution costs as populations
have decreased. Between 1982 and 1987 state institution populations decreased by 19% while total
expenditures increased by 12%. The inefficiencies of operating large institutions at far below
Capacity with fixed costs spread over fewer people clearly contribute significantly to the rapidly
increasing costs of institutional care. Federal contributions or 50% to 80% of these increases mav
serve to defer economical decisions regarding consolidation and closing of inordinately inefficient
and costly settings. S. 384 would require states to evaluate the efficiency of their institutional
capacity in a much more serious way than H.R. 854. It would quite likely over time redirect
considerable amounts of funding that otherwise would have gone to institutional services to
community-based services. However, the important feature shared by both proposals is that open-
ended federal cost-sharing would for the first time be made available under the same basic
conditions that now prevail for institutional services. Most states report themselves to need these
resources to realize the principles and service goals they have articuiated for their citizens with
MR/RC. The maintenance of effort provisions of S. 384 may be one important way of insuring that
the new federal resources actually do create new opportunities for persons with MR/RC and not
merely repiace current state funds.

States need to respond to large numbers of persons awaiting community services. States repc
large and growing numbers of persons awaiting services. A number of factors are identified as
contributing to this problem. The~e include limited growth in total residential capacity in the past
10 years, an unprecedanted proportion of the population in the young adult years (18-39) in whict
most persons enter residential care, increasing longevity of persons with mentai retardation, and
parental refusal of the unused cap=city in institutions. Most states are not optimistic about
improvements in this situation in the near future as a range of factors make it difficult for states to
respond to the needs of those presertly awaiting services. Among factors cited by states as
contriouting tc this difticulty are limited funding for new facilities, inadequate funding to stimulate a
provider market, and demands of court orders, laws and siaie policy focused primariiy on bringing
residents of mental retardation institutions and nursing homes to community settings. Despite the
growing need, the only legislative proposal to date that would explicitly prohibit indefinite derual of
comprehensive services to certain individuals (persons defined as severely handicapped) was a 1988
proposal by a working group on federal programs for persons with MR/RC within the U.S.
Department of Health and Human Services. S. 384 would mandate that states pariicipating in the
Medicaid program provide a core set of *community and family suppont services' on a statewide
basis. Mandated services would include individual and family suppon, specialized vocational
services, case management and protective interventions. Other services could be offered on an
optional basis. H.R. 854 wculc make all community habilitation and supportive services a state
option.  But both current legslative proposals would provide substantiaily increased epportuluties
for states to access federal funds in responding ta the current urimet need for community -based
SeMVICes.



States acxnowledge significant limitations 1n monitoring and directly contributirig to quality of life in
community faciities. Minimal quaiity assurance and efforts to improve the quality of life of persons
living in community settings is increasingly noted as a problem for states. Case management
resources are frequently seen as too limited to establish caseloads permitting adequate involverment
with clients to insure quality. Procedural monitoring activities are impcired by limited resources in
an era of increasingly dispersed sites. Efforts to establish citizen monitoring by advocacy groups
and a few state agencies, although increasing, remain in relatively early stages of development.
After years of extremely limited federal oversight of community programs, ranging from relatively little
among community ICFs-MR to none for waiver services and state-funded programs, there is
substantial variation within and across states in the nature, amount and perceived effectiveness of
quality assurance. One important factor in these differences have been the Medicaia matching rates
for quality assurance as part of states’ ICF-MR survey and certification and inspection of care
activities, while Medicaid waiver and state funded programs depend nearly entirely on state funds
for quality assurance. States aiso vary in their promotion of higher quality through training and
technical assistance supports, and a number of states consider the limited qualifications of staff
recruited and the inability to retain experienced staff as a major issue in providing quality services.
Differentiating the relative need for more extensive resources for state moritoring and technical
support of service providers as opposed to more stringent or detailed federal standards for
community services could not be determined from this study, though states obviously preter the
former. S. 384 and H.R. 854 differ significantly in their response to this issue. S 384 would require
the individual states to develop a comprehensive quality assurance system which would include
standards and methods for evaluating each type of service offered and outcome measures for
recipients. T'he role of the federal government would be to insure such standards are in place and
monitor state compliance with them. In contrast H.R. 854 would establish explicit federal standards
for the whole range of community habilitation and support services authorized in the legisiation.
Based on their experience with Home and Community-Based Services most states would argue that
the former approach is more appropriate to an individualized focus on service delivery. Extensively
detailed ICF-MR standards are viewed as a major problem in delivering community residential
services in small ICFs-MR. Such problems might likely be exacerbated in settings like foster homes
and semi-independent living arrangements. Many states with well-developed community standards
and quality assurance mechanisms would find federal standards aggravating and possibly
detrimental to their systems. On the other hand, many states recognize that the current standards
and quality assurance in community settings needs improvement, including improved funding for
monitoring. Two issues arise with respect to the differing approaches of S. 384 and H.R. 854. First.
will the benefit of a set of minimatl federal standards for community services offset the cost of lost
flexibility to meet specific individual needs? Second, will states with well-developed standards and
quality assurance programs be adversely aftected by federalized standards? States would otviously
prefer the "trust® incorporated into S. 384, but not all have earned t. But consideration of the
federalization® approach as proposed in H.R. 854 should include consideration of provisions to grant
waivers for pertormance to states that have already developed appropriate standards and effective
monitoring practices for their community-based services for persons with mental retardatior and
related conditions.
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APPENDIX A: BEHAVIORAL OUTCOMES ASSOCIATED WI™H MGVEMENT FROM STATE
INSTITUTICNS TO SMALL COMMUNITY LIVING ARRANGEMENTS
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Table A-1

Experimental/Contrast Group Studies
Behavioral Outcomes Associated with Movement from State [nstitutions
to Small (15 or Feswer Persons) Community Living Arranjemenrts

# Subjects Level of MR Adaptive Benhavior
Author State Exp. Cont. Age Time Bord/ General/ specific Protlem
(date) {mthg) Mild Mod Sev Prof |, Overall Domains Behavior
bradley N# 80 ac AC Te X X X X + +d 0
et al.
(1986)
Close OoR 6 6 A 12 X X ++ a
Q97T
]
Conroy PA 70 70 A 24 X X X X ++ +
et al.
(1982}
D'Amico WV 6 7 AC 6,12 X X X X wf ++a,b,c, ¢
et &l. 4 od,e
(1978)
Eastwood N.E. 49 49 A 24-48 X X X X -+ C
et al, USA + 8
(1988)
Rosen AR 58 58 A 24 X % X X ++ ++a,d,e, ¢
(1985)
Schroeder NC 19 1Y A 12 X ++
et al.
(1978)
IThe movers stayed tie same witile the contrast group got worse. Adaptive Behavior Domairs

-

“After measuring behavior at & months, 2 of the control subjects
were randomly assigned to move tc the community,

Time 1 (4 exp., 9 cont.)
Time 2 (4 exp., 7 cont.)

Outcomes

++ = gratistically significant improvement relative to the

contrast group

+ = improvement relative to the contrast group but not

statistically significant

]
HoH

sigrnificant

no change relative to the contrast group
vecline relative to the contrast group but not statistically

= statistically significant decline relative to the contrast group
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Tavle A-2
Longitudinal Studies

Behavioral Outcomes Associated with Movement from State Institutions
to Small (15 or Fewer Persons) Commumity Living arrangements

¥ Level of MR

Adaptive Behavicr

Author State Subjects Age Tine Bord/

(date) (mths) Hild Mod Sev Prof

General/ Specific Problem
Qverall Doowmins Behavior

Aanes N 46 A 12 X X X X
et al.
(1976)

Sell X b AC 10 X } X ) 4
et al.
(1984)

Colorade CO 115 AC 12 X X b ¢ X
Div. of
0D (1982)

Conroy PA 3831 AC T X X X X
et al,
(1985)

Conroy cT 207 A 24 X X X X
et al.
(1988)

Feinstein LA 103 AC 2,18 X X X X
et al,
(1986)

Horner OR 23 AC 60 X X X X
et al.
(1988)

Kleinburg wY 20 A 4,812 ¥ X X
et al.
(1983)

O/Nei L NY 27 A x,9 X X X X
et al,
(1985)

™
F
>
>

Thompson MN 8 A
et al.
£1980)

++ ab,c
oed,f

+ e

+4 +*

e ++ A --

-+ ++

++ a,c,f )

+*02,b,c ++
0 € 9 .-
- d

5
++ a,b

W0 - a,b_.f()

“This study inciuded 6 groups, all of which showed significent gains,

zthc largest group measured over the longest time is reported here.

Domestic skills ‘ncreased significantly, but grouming skills showed

jno overa.! change.
10 abovae 20

4
10 beiow 20
Significant increases were found i 4 of 16 subcategories in these

6skill areas.
Mean differences were not tected for statistical significance.

Dulcuimas

++ 3z statistically significant 'mprovement after move to the comunity
improvement after move but mot statistically significant

no change after move

deciire af*ar move but not strtistically significant
statistically signiticant deciine atter the move to the Zommunity
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Agency

Address

Telephone
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State:
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State: Page 2

e

IRTERVIEW SCHEDULE

STATE CASE STUDIES ON MEDICAID LONG-TERM CARE SERVICES
FOR PERSONMS WITH MR/OD

1. SUPPLY OF RESIDENTIAL ETTINGS
A. Resi isl
1. Based on informatior provided to us sbout your residential prograss in general, we

noted significant changes from 1977 to 1987. These inciuded:

a. what have buen the most significant factors infiuencing these chargez? (Probe 1. =
re: legisiation, court decizions, form.l (written) departmentsl goals,
etc./note factors relevant to specific changes as sppropriastel

b. [1¢ not alresdy covered in (a)) In what ways did thase factors influence the L.
trends in residential services?

c. which of these faciors would you ssy was the most influential ir the changes c.
noted? [indicate with *}  uhy?

d. Mow could | obtain a description of the above? d.

r

In 8 recent survey we asked for projections in your states oversal!l residential services
from Jue Y987 to 1990, Projected changes and factors of influence were reported as

follows:
Type of Projected Factours
Facility (. ange
[ - ‘ . .
‘ Ry ’_-H“‘i - e _ _ — . X




State: Page 3

2. a(t) {State-operated facilities of 14 or more residents] uwhat is the snticipated 2. o) _ i e
effect of 7 wWhy? ([Repest for each faector]

2) [State-operated facilities of 15 or fewar residents] uhat is the anticipated ) o
effect of 7 Why? (Repeat for each Sactor)

(3) {Won-state facilities Of 16 or more residents] vhat is the anticipsted effect (3
of 7 Why? [Repeat for each factor)

(%) (Won-state facilities of 15 or fewsr residents] What is the anticipated effect (%)
ot 7 why? {Repeat for cach factor)

b. Oversil, which of these factors is anticipated to nave the most significant b.
effect on the residentisl services tystes? Why?

. How can | obtain a description of c.

{1nterrelationship between projections ang

sighiticant trends)?

3. Ooes your state presently hive «3iting lists for resiuential care or other indicetions 3. YES / WO

of people warting for residential services?
..

Mow many peohble are presently swaiting residential services? (Note any
referewes to numbers 1n need of specitic types of residential services) . — -

i+

t. Are the need d services premanaly foroa specyfve type of resadential care? b YEs S N0 I

ity

O
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State: pPage 4

3. c. Are there sny groups (8.g., ags groups, people with certsin types or levels of 3. ¢. YES / KO
disability) that are particularly evident in these waiting Lists? Which orws?

d. Are the needed services primarily in specific geographic aresas of the state? d. 1ES / WO
which ones?
..
.. How has the size of waiting Lists changed over the last 4 or 5 years?
f.
f. Are there documents that | could obtain on waiting lists, umet needs or future

demands for service?

4. Are there any programs provided as alternatives to rasidential care or which mey sarve Number People/ How much/what effect prograe has on the
to reduce the demand tor residential care? For example, ix there: Y/d Focilitiag Served need for long-te A carg
., A family cash subsidy program &
b, Respite care B
c. Other family spport (e.g.. homemaker, home health aice services) [ ——
d. Nonresidentiel case management d -
L Other e
t. GOther - f
9. Other a1 -
h. which of these programs hat the biggest etfect on reducing desmand for h. . P

resydential care [ circle}?  Why?

', Are any of the progrars not presently offered under development?y which?

dren ot the anticipated implementatton? WAt 1NTLUCNCEe 0D tNE oemsiwi
fen i eetiag tare vy gapreled? ;.

Q
--n-—---—m—n--—-n-



[ Resi ial
1. From survey informetion proviced on ICF-MR utilization, notabie changes took piace
between 1977 and 1987 in [total residents, non-state facilities, smell fecilities):
.. what specific factors were significant influences on thess changes? (Indicate
whicn change was affected as appropriastel
r Survey projections in ICF-MR recidentisl services from june 1987 ta 1990 and reported
factors of influence arnd comiderstions were:
Type of Projected Factors
1CE-MR Change

all)

(¥]

-~
e

O
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[State operated 1CF-MR facilities of 16 or
anticipated effect of

for esch factor mentioned)

[State-operated ICF-MK facilities of 15 or
anticipated effect of

Thim - ne
[ RV R A

eftect of

recidanve) ket i the anticinerect

more residents] What is the

7 why? [Repest as needed

fewer residents] what is the

7 Wiyt

:

a(1)

(A3}

State:

— ———————

Page 5
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et g

2. a(6) [Mon-stere ICE-MR facilities of 16 or more residental what is the anticipatsd ()
efifect of 1 Vhy?
b, which of these factors/considerations is expected to have the most influence on b.

[CF-MR utilization? Why?

c. Are thare other factors that are {ikely io have @ significant influemnce on L. YES / MO _
residentisl services in the near future? In what way?
d. Are there sy potential harriers to these changes or factors thst could d. fES / NO
~ignificantly changa the anticipated 1990 ICF-MR projections? In what way(s)?
3. (IF_USING WAIVER] The ktats’'s home &nd Community Based Services Waiver (HCBS) is in
its e ytar. As of June 30, 1987 it wes indicated that about
individuals with mental retsrastion/developmental disabilivies were receiving services
under the wWaiver,
a. How many 1nividuals are currfentiy receiving waiver services? How many are 3. . Actua: Appi-aved
approved for services?
b, Are services under the HCBS Waiver focused primaril:’ on individuais with any b. YES / WO —
particuiar characteristics? what are they? unat have been the results?
c. what percentage ot Medicaid watver recigients are living in residential <. -
seitings with supervisicen from persons other than natural or sdoptive family
memers?
a. nas tre use of the alBY wWa.ver atfected (he overall utisrzation of iCF-MR 0. YES / NO ~ -

ST T HowY

ARG ome vme sEe Er G OM OGN WE SO WME N B BN B RN OGN S S
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€. Nave other residentinl services been affected? How? 3.
t. Yhat aie the major stiengths of the HCBS Waiver in meeting long-term care needs
for persons with MR/DD in the state?
Q- whaet are the wai. . r's limitstions (if any) in resporcling to state needs?
h. Are thers notable differences in the cnaracteristics of persons receiving
waiver servicezs angd those resicding in IZF-MR facilities? what are they?
{Probe re: mge, nature or level of disability, family living status, etc.]
i. Does the state plan to renew its HCBS waiver? 1f yes, when? If no, why not?
IR How could | votein 8 summary of the state’s use of the waiver for persons with
MR/DD?
[:F MOT CURREMTLY USING WAIVER] Does the state plan to apply for a Home and Community- 4.

Based Services waiver in the nesr future?

[FOR STATES PLANNING TO APPLY]

when do you expect use of the waiver to begir? 5.

HOow many Individuals with MR/DD do you expect will receive services after full
implementation?

What percentage will tive in residential cettings with supervision from persons
cther than natural of adoptive family mesbers?

Do you expect the use of the KCBS Warver to affect the overall utiiization of
1CF-MR services? How?

Ty attert otter revdential wervices?  now?

h.

i.

YES / WO

d.

YES / MO

State:

Page 7

YES / WO

YES / NO

YES / WO

YES / RO

———
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S. f. Do you sxpect thare will be notable differences in the characteristics of 5. f. YES / W0
weiver service recipients and residents of ICF-MR facilitfes? that are they?
[Probe for differences in age, nature and (evel of disability, family stetus,
etc.]

9. what are the msjor strengths of the waiver in meeting the long-term cere needs g.
for persons with MR/00D in the state?

h. Why has the state not obteined a wafver previously? (Probe: uhat are the h.
waiver's Limitations in responding to state needs?]

b, [FOR_SYATES NOT USING AND MOT PLAMNING TC USE THE WAlVER]
.. How does the Home and Community-Sased Services Wesiver as presently available 6. .

fail to meet the state’s needs? What is the primorv reason the ztate is not
participating in the weiver?

G. what changes would make the wiiver more attractive in relation to state needs? b.

7. [FOR STATES USING/PLANNING YO USE OTHER MEDICAID OPTIONS] The recent survey responses
included information on the state’s use of other relevant Medicaid options [List
optiors from survey responsel:

r 8. Wwhich of these are currently in effect and which are planned? (For plannhed 7. = Current flanned , ear of Implementation
options]  wWwhat 1S the expected date of implementation?

ERIC
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b. whet is/sre the asjor factor(a) in the decision to use [(for each option):

)

4]

t. Are

Bl e i e b e R

theze options sffecting/expected to affect the ICF-MR pre  ww?  In what

ways?

d. Are

they affecting/erpected to affect other residentisl secvices? In what

wiys?

[1F BOT USING/PLANNING TO USE OTHER OPTIONS] wWhat sre the ctate’s RAjor consider ations

in the decision not to use other Medicaid options such as case manogement, personsl
care, habilitation services, etg.?

APFROPRIATENESS OF PLALERENTS

Hav: the characteristics of residents 'n ICF-MR facilities in general or in any
specific type of ICF-MR facility chanyed notably in recent years? In what ways/(

[Prote re:

proportion of children, nature and severity of disability, other]

State: vape 9

7. b. H
(2) -
&3] S
4y .. s - —
€ vES I-:O - N _ -
d. YES / WO - — S
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The responre to the recent survey indicated that there is currently _

SRR

policy governivd the (rember or charscteristics) of parsons who can be sdeitted to
inrge stpte facilities.

.. Are there other policies/practices (imiting such placements in reistion to
individua! Jharacteristics? Uhat aré they?

k. Are there similer policies affectring placaments {n other types of residentisl
services? (Probe re: family/foatar care, {arge privete facitities, sther)

I To wint extent 2re thete written, formel policies or customary practice?
4. To wvhat sxrent do these poticies or praciices vary within the stere?
€. Mavy ‘hese policies/practicos sifected trencts in the use of the 1CF-MR progreas?

1t what wsvs?

Wiat are the major criteria wsed to determone that an iCF-NR {evel of zare i3 nesded by
Bn indvidualY  {Prodw ces griterie more spenitic (han tederal stardarcdsl

8. Wio 1 orespoesinie for defining thess ecriteria?

b hre there ary siondaras Cefining the nsturs arcd/or lzve! of disabil:ry
cunsicer®t to jusrify placoment 10 an JCi-MR level ot care beyond thoss 1 tne
federal regulations? Are these written o~ informai? What are they?

< Pa o ihere curfentiy concern that somn individuals recevving JUF-ER services
manks Lerefrl from less resifrtllive aodiels ot resioential core?  [Probe fur
mrtont Lf o sssue, cembers offecied, characteriatics of otierted indivadaal s)

Pty Ihe ntare veerewyding T8 these congarme?

YES /WO

SiRTes Prge 10

g . s e

YES / W

YES / wO

e u————

¢ - i o s e it 1 el
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Wt are the Tespoctive roies snd resporsibilities of state snd {ocei agencies
for:

(&) Placemont in an ICF-Rk certified tacility
(2) Placement in & non-certified residential facility
hH Cara management in an (CF-MR cortified facility

(&) Cage managaent in & non-certified residential factlity

Vitl residential placaments of individuals with MR/DO be afiscted by implomntation of
the Danibus Reconciliation Acd 